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Abstract 

Background 

The world’s population is rapidly ageing causing a dramatic increase in chronic diseases globally. 

Illnesses such as advanced cancer and other non-malignant life-limiting conditions and the 

ongoing COVID-19 pandemic cause severe health related suffering in patients and their families. 

They demand not only medical expertise but also support for psychological, social, emotional, 

and spiritual distress throughout the disease trajectory. Palliative care is a holistic approach to 

care aimed at improving the quality of life of patients with life-limiting illness and that of their 

families and loved ones. Palliative care aims to prevent and relieve suffering related to physical 

pain and other associated symptoms including psychological, social, emotional and spiritual 

distress of patients and families. Despite being a cost-effective, humane and realistic approach, 

it is only in developed countries that palliative care is well established. In low-and-middle-income 

countries, where it is often needed the most, palliative care is either minimal or not available. 

Just as in Sub-Saharan African countries and other developing countries, palliative care in 

Southeast Asian countries, including Bhutan, is, up until now, exceptionally poorly developed.  

Identifying this gap, the World Health Assembly in 2014 declared to member countries that 

integration of palliative care is an ethical responsibility of health systems and an ethical duty of 

healthcare professionals. The World Health Organization emphasizes the integration of palliative 

care through a public health approach utilizing four strategies modified to individual country’s 

socio-economic, cultural and spiritual realities: i) developing suitable palliative care policies; ii) 

ensuring availability and accessibility of essential palliative care medicines including opioids; iii) 

providing adequate palliative care education, training and awareness to healthcare professionals, 

policy makers and the public and; iv)  implementing palliative care at all levels of healthcare and 

community including patients’ home.  

Bhutan is a tiny Himalayan Kingdom with a population of less than 800,000. It is popularly known 

to the world for the philosophy of Gross National Happiness that measures the nation’s progress 

instead of gross domestic product. While life expectancy of Bhutanese people has more than 

doubled from 35 years in the 1960s to 72 years in 2021 Bhutan today still faces a double burden 
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of infectious as well as non-communicable diseases. Human Immunodeficiency Virus infection, 

dengue fever, Multi-Drug Resistant Tuberculosis and the ongoing COVID-19 pandemic continue 

to rise, and the incidence of cancer, dementia, heart, lung, liver and kidney diseases are 

increasing. Healthcare in Bhutan is delivered through a three-tiered system where primary health 

centres function at the primary level; district and community hospitals at the secondary level; 

and regional and national referral hospitals at the tertiary level. Traditional medicine is integrated 

into the national health system. Diseases in Bhutan are often diagnosed at an advanced stage 

leaving limited possibility for cure. Even if diseases are diagnosed early, the availability of curative 

treatment options is limited, and the concept of palliative care is just emerging. Palliative care is 

not available in Bhutan apart from a limited home palliative care service and few beds identified 

for palliative care at the national referral hospital. Besides a handful of doctors and nurses who 

has attended short courses in palliative care, there is no one specialized in palliative care.  

Therefore, as a part of a PhD degree, a research program was aimed at developing a suitable 

palliative care model that is socially, culturally and spiritually applicable for the Kingdom of 

Bhutan.  

Objectives  

The overarching aim of the research program was achieved through the following objectives: 

1. Describing the evidence, through an integrative literature review, of public health 

palliative care models in lower-income countries. 

2. Exploration of palliative care needs among patients diagnosed with advanced illnesses in 

Bhutan. 

3. Exploration of the support needs among family members caring for their loved ones 

diagnosed with advanced illness and/or elderly and frail relatives. 

4. Narration of stories of the lived experiences of patients and their families affected by 

advanced illnesses. 

5. Description of the differences in the need for palliative care between women living with 

advanced breast cancer in Bhutan and in Western Australia. 
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6. Exploration of the views and perceptions of Bhutanese healthcare professionals about 

the needs for palliative care and how it should be delivered in Bhutan. 

7. Obtaining viewpoints and building consensus among the relevant stakeholders in Bhutan 

about an appropriate palliative care framework for the country. 

Methods 

A multi-method program of research was conducted in two phases. Phase 1 included an 

integrative literature review and assessment of the needs for palliative care in Bhutan. The review 

explored palliative care models in lower-income countries utilizing public health strategies and 

described how social, cultural and spiritual components were integrated into these models. The 

need for palliative care in Bhutan was assessed through cross-sectional descriptive studies 

involving patients diagnosed with advanced illnesses, their family members and healthcare 

professionals involved in managing those patients. Fieldwork was conducted in May to August 

2019 where the PhD candidate travelled across the country meeting patients, their families and 

healthcare professionals. The participants were recruited through purposeful and snowball 

sampling strategies from all levels of healthcare including the national/regional referral hospitals, 

district/community hospitals and primary health centres covering all the regions in the country. 

Patients and families were also included from the community around the identified health 

centres. Data were collected through surveys, in-depth interviews and focus group discussions 

using structured questionnaires and semi-structured guides. For patients, the structured 

questionnaire included the European Organization for Research and Treatment of Cancer Quality 

of Life Questionnaire (EORTC QLQ-C30) and for family members, the 14-item Carer Support 

Needs Assessment Tool (CSNAT) was used. 

Four women in Bhutan and five in Western Australia living with advanced breast cancer were 

also interviewed to explore the needs for palliative care among Bhutanese women and to 

understand how palliative care made a difference to the quality of life among women in Western 

Australia, where palliative care is well established. In both countries, the women were recruited 

through purposeful sampling strategy.  
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In Phase 2, a Delphi study was conducted to achieve consensus on finalizing an appropriate 

framework for palliative care—drafted through literature review and guidance from a panel of 

experts. The participants for the Delphi consensus process were relevant Bhutanese stakeholders 

including clinicians, hospital administrators, policy makers, public health officials, medical 

educators, drug regulators, the WHO country officials, representatives of relevant civil society 

organizations, spiritual leaders and other relevant expert individuals. The stakeholders were 

recruited through purposeful sampling and nomination by their respective organizations. Due to 

COVID-19 travel restrictions, the participants were recruited online and participated in two 

rounds of surveys via Qualtrics, an online data collection software, to inform modifications to the 

palliative care framework which included the vision, mission, aim, objectives and steps to achieve 

each objective. A 7-point visual analogue scale was used and the benchmark to finalize the 

framework was considered at 80% agreement. Written feedback, if any, was invited at the end 

of each section of the framework and at the end of the questionnaire. Sociodemographic 

characteristics of the participants were collected. 

Results 

In Phase 1, for the integrative literature review, 37 articles were selected. The review found that 

a number of lower-income countries utilized public health strategies to deliver palliative care. 

One-third of the selected articles highlighted the importance of integrating socio-cultural and 

spiritual components into palliative care. However, the review also found that despite 

implementing the public health approach, many lower-income countries faced challenges in 

successfully integrating all four strategies.  

For assessment of needs for palliative care, a survey of 70 people diagnosed with advanced 

illnesses found low to moderate levels of support needed for physical, role, emotional, cognitive 

and social functioning; moderately high levels of support were needed for symptoms including 

pain, fatigue, insomnia and loss of appetite; and high levels of need for financial support. The 

overall global health quality of life among the patients was poor (mean score 47.4, SD 24.1). 

Among the 46 family members taking care of their loved ones with advanced illnesses, it was 

found that high levels of support were needed to understand their relatives’ illness, manage 
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symptoms, provide personal care, and address financial and legal issues. A significant amount of 

support was also needed for their own wellbeing in areas like knowing what to expect into the 

future, whom to contact if the patient deteriorated, dealing with their own feelings and 

emotions, having time for themselves, understanding and reflecting on their own beliefs and 

spirituality, practical help at home and getting a break overnight. 

In this thesis, six of the interview transcripts - two from patients, two from family members caring 

for their ailing loved one and two from bereaved family members - are presented as narratives. 

The stories indicated that Bhutanese patients and families affected by advanced and life-limiting 

illnesses faced complex issues leading to poor quality of life. The nine interview transcripts of 

women with advanced breast cancer are also presented as stories. The stories of Bhutanese 

women indicated a need for adequate and correct information at an early stage of the illness to 

enable timely treatment and better quality of life. Despite receiving palliative care, some Western 

Australian women still emphasized the need for adequate and timely information about disease 

progression and the available treatment options to help improve their quality of life. Their stories 

also confirmed that palliative care should be focused to individual patient and family’s unique 

and often complex needs to improve their quality of life as much as possible. 

One hundred and eighteen healthcare professionals including doctors, nurses, pharmacists, 

physiotherapists, health assistants and Drungtshos (traditional physicians) completed the survey. 

While 87% of the participants were involved in caring for patients with advanced illnesses and 

81% involved in end-of-life care, only 14% had received some form of palliative care training, and 

this only for a duration ranging from one day to six weeks. The qualitative data informed us about 

the difficulties and challenges the healthcare professionals faced while caring for patients with 

advanced illnesses and reported an urgent need for palliative care in Bhutan. The data also 

illustrated the healthcare professionals’ views and perceptions on how palliative care in Bhutan 

should be customized to its social, cultural and spiritual realities.   

In Phase 2, there were 50 stakeholders identified and 34 of them participated in two rounds of 

the Delphi study. Despite palliative care being a new concept to many stakeholders, and other 

challenges related to COVID-19 pandemic and online data collection, 47 out of 49 (96%) 
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statements in Round 2 achieved more than the 80% agreement, indicating a high level of 

consensus on the framework for palliative care in Bhutan.  

Conclusion 

This research program was the first attempt to explore and identify the need for palliative care 

in Bhutan and to develop a suitable framework for palliative care in the country. The integrative 

literature review informed an appropriate model of palliative care for Bhutan. The assessment of 

need for palliative care in Bhutan described complex issues faced by patients diagnosed with 

advanced and life-limiting illnesses, their families and caregivers, and healthcare professionals—

indicating an urgent need for a socially, culturally and spiritually appropriate palliative care model 

for the country. Found to be cost-effective, sustainable and practically feasible for Bhutan, the 

World Health Organization-recommended public health strategies were utilized to draft the 

framework for palliative care, albeit modified to suit the socio-cultural and spiritual context of 

the country. The framework, which achieved a high level of consensus from the relevant 

Bhutanese stakeholders, is expected to guide the implementation of palliative care in Bhutan 

leading to improved quality of life for patients with a limited lifespan and providing better end-

of-life care. It will ensure respectful, dignified and peaceful deaths among Bhutanese people 

affected by life-limiting illnesses. It is expected that implementing palliative care in Bhutan will 

partly meet the aspiration of the Gross National Happiness philosophy of ensuring the overall 

wellbeing of the Bhutanese people.  
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CHAPTER 1. INTRODUCTION 

General Background  

Birth, old age, sickness and death are inevitable phenomena of existence. While birth and death 

are the two very significant moments in a person’s life, birth is usually embraced as a moment of 

joy, celebration and excitement, whereas, death and the course of dying, on the other hand, is 

often associated with complex problems and suffering.1,2 Severe illnesses such as advanced 

cancer and other non-malignant life-limiting conditions like organ failure (heart, lungs, kidneys 

and liver), motor neuron disease, Alzheimer’s disease and AIDS cause overwhelming suffering in 

patients and their loved ones. They demand not only medical expertise but also support for the 

psychological, social, emotional, and spiritual distress throughout the disease trajectory.3 As the 

illness progresses and the patient declines towards the end-of-life (EOL) the demand for 

compassion, respect and dignity become a priority along with pain management, physical 

comfort and additional support for family members and carers.4,5 Palliative care (PC) aims to 

provide this holistic approach to care.  

Palliative care is a specialized approach of care aimed to improve the quality of life (QOL) of 

patients and their families and carers, who are facing problems associated with severe illness, 

old age and frailty, and especially for those near the EOL. It aims to prevent and relieve suffering 

resulting from physical pain and other problems, including psychosocial, emotional or spiritual.6,7 

Although PC has progressed considerably in the last quarter of the 20th century, it is only within 

the last two decades that it has been recognised as a critical component of human rights.8,9 For 

the first time in 2014, the World Health Assembly (WHA) adopted the resolution on PC, urging 

the World Health Organization (WHO) member states to develop, strengthen and implement PC 

services at all levels of healthcare including in the communities as home based care.10 The WHA 

emphasized that PC is an ethical responsibility of national health systems and an ethical duty of 

all healthcare professionals.10 

The global demand for PC has increased due to increase in life expectancy and an ageing 

population worldwide which is associated with an increase in cancer and other chronic 
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diseases.3,11 More than 61 million people worldwide are affected by serious health-related 

suffering (SHS) due to cancer and other chronic diseases.12 Annually, at least 20 million people 

require PC at the EOL.3 Currently, less than 10% have access to it, which means nearly 18 million 

people around the world are deprived of PC.13 The emergence of the COVID-19 pandemic has 

further increased the demand for PC.14 Although the WHO, International Association for Hospice 

and Palliative Care (IAHPC), and Worldwide Hospice Palliative Care Alliance (WPCA) are making 

continuous efforts to ensure universal access to hospice and PC for every citizen,13,15 it is mostly 

in developed countries that PC services are well established.3,12 Out of 56 million annual deaths 

in the world, 40 million occur in the low and middle-income-countries (LMICs) where resources 

for curative treatment are anyway limited.16 In 2014, 78% of adults and 98% of children requiring 

PC were concentrated in the LMICs,3 where PC services are minimal or non-existent.3,12,17,18  

In the South-East Asia region, which includes Bhutan, non-communicable diseases (NCDs) like 

cancer and other chronic diseases are major causes of morbidity and mortality.19 Every year 1.33 

million new cancer cases are diagnosed in addition to other non-malignant diseases20 and 15 

million people die due to NCDs annually.21 The overall burden of NCDs is expected to further 

increase in the region due to increased exposure to environmental carcinogens, unhealthy diet, 

inadequate physical activity, harmful use of tobacco and alcohol coupled with lack of political 

influence, access to health and education services.22 Identifying such a huge burden, the 

‘Colombo Declaration’ in 2016 called upon the member countries to instigate robust screening, 

health promotion, treatment, referrals and self-care services for people with NCDs.23 However, 

‘palliative care’ was not specifically proposed as a component of care,9 despite the known 

symptom burden, poor QOL and painful death of patients suffering with NCDs. Even to this day, 

PC remains insignificant in this part of the world.24 Among the South Asian Association of Regional 

Cooperation (SAARC) countries of which Bhutan is a member, PC is either scant or not present at 

all.25 In India, another member, only about 1% of its 1.3 billion population have access to PC.26 

Bhutan is among the few other SAARC countries where a formal PC service is yet to begin.25,27  



3 
 

Bhutan  

Bhutan is a tiny Kingdom located in the eastern Himalayas. With a population of 786,374,28 

Bhutan spreads over an area of 38,394 Sq. km,29 sharing its borders with the two giant nations of 

the world, China and India. It is a mountainous country with rugged terrains. Currently, 71% of 

its area is under forest cover making it the only carbon negative country in the world.30 Although, 

largely an agrarian society, Bhutan has made steady progress in modernization since the early 

1960s. The poverty rate has reduced from 23% in 2007 to 8% in 2017.31 The per capita Gross 

National Income in 2021 is recorded at US$ 3,152.76.32 As a result of its growing national earning 

capacity and enhancing accessibility to better healthcare and education, the United Nations (UN), 

which Bhutan joined in 1971,33 have recommended Bhutan’s graduation from least developed 

country to middle income country by 2023.34  

Bhutan is popularly known to the world for its developmental philosophy of Gross National 

Happiness (GNH), a concept founded by the 4th King of Bhutan, Jigme Singye Wangchuck, during 

the early years of his reign as a teenage monarch, in the early 1970s.35  His Majesty envisioned 

that the country’s progress should be indicated by the overall ‘happiness’ of his people and not 

merely by the material wealth or Gross Domestic Product.35,36 The GNH is explained by four 

pillars: sustainable socio-economic development; preservation and promotion of culture; good 

governance; and environmental conservation.37 The four pillars are further expanded through 

nine domains, 38 sub-indexes, 72 indicators and 151 variables,38 framing the guiding principles 

for governance. 

In 2008, Bhutan marked two significant historical events: the enthronement of the 28-year-old 

King following the abdication of the 53-year-old Monarch in honour of his son; and transition of 

governance from monarchy to constitutional parliamentary democracy. Today, while the state is 

headed by the 5th King, Jigme Khesar Namgyal Wangchuck, popularly known as the ‘People’s 

King,’39 the government is led by the Prime Minister, Dasho Dr Lotay Tshering, who was a 

practising surgeon and a urologist prior to joining politics.40   

Bhutan is predominantly a Mahayana Buddhist country. Hinduism and Christianity are practised 

by a minority of the population. There are unique cultural and religious traditions in the country 
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where people have developed their own beliefs, values, customs, traditions, folklore and 

architecture which all remain almost intact even to this day of modernization.41 Despite being a 

small nation, there exists more than 20 different dialects in the country.42 Considered as 

unnaturally beautiful, Bhutan is also called The Last Shangri-La.43  

Healthcare system in Bhutan 

The healthcare services in Bhutan have developed significantly since the early 1960s. From two 

hospitals, 11 dispensaries, three doctors, two nurses and 12 medical compounders then,33 the 

services have increased to 49 hospitals and 186 primary health centres spread across the 

country.44 Today, these facilities are served by 376 doctors, 1364 nurses, 620 health assistants 

and 1187 allied health professionals.44 Life expectancy among Bhutanese has more than doubled 

from 35 years in the 1960s to 72 years in 2021.45 There has been substantial improvements in 

health related indicators such as child immunization, under-five mortality, maternal mortality, 

and considerable progress has also been made in hygiene, sanitation and access to safe drinking 

water.33,46 In 2015, Bhutan attained most of the Millennium Development Goals.47,48 

Healthcare is based on a primary healthcare approach and is delivered through a three-tiered 

system (Figure 1). The Jigme Dorji Wangchuck National Referral Hospital (JDWNRH), located in 

Thimphu, the capital city, and the two regional referral hospitals (RRHs) in Mongar, in the east, 

and Gelephu, in central Bhutan, function as the tertiary hospitals. The JDWNRH has 350 beds 

while the RRHs have 150 beds each. The referral hospitals also function as a primary care facility 

for the respective districts. At the secondary level are the district hospitals, with beds ranging 

from 20-60, and 10-bed community hospitals (initially known as Basic Health Units-I [BHU-I]). At 

the primary level are Primary Health Centers (PHCs) earlier known as BHUs-II.49 The PHCs are 

managed by health assistants. At the grassroots level, village health workers play a significant 

role in bridging the gap between the community and health services.50  

Ideally, patients are referred from PHCs and community hospitals to the district hospitals and 

then to the referral hospitals. Investigation and treatment modalities such as computerized 

tomography (CT) and magnetic resonance imaging (MRI) are available in all three referral 

hospitals whereas mammography and radiotherapy are available only at JDWNRH. Given the 
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limited tertiary-care health infrastructure and skilled human resources in the country, patients 

requiring advanced treatments are all referred to India.50  The cost of healthcare, including 

referrals abroad, is completely funded by the government.51 Patients and families also travel 

privately to countries like Thailand and Singapore to avail advanced medical care if they can 

afford to do so.  

Traditional medicine, principally Tibetan Medicine, was introduced into Bhutan in the 17th 

century.52 In 1967, having recognized the scientific and cultural importance of traditional 

medicine, the Royal Government of Bhutan integrated it into the national health system.52 Today, 

a traditional medicine unit exists in every hospital except in Thimphu, where the traditional 

medicine hospital functions as a stand-alone organization. Besides treatment through behavioral 

modification, herbal medicines and spiritual healing, the department of traditional medicine also 

conducts research on medicinal plants.53   

 
Figure 1. Healthcare delivery system in Bhutan54  

 
(The Basic Health Unit-I is today renamed as community hospital and Basic Health Unit-II as primary health centre)49 
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Bhutan, however, still does not have a medical college and relies completely on its neighboring 

countries like Bangladesh, India, Sri Lanka, Thailand and occasionally as far as Cuba for 

undergraduate medical training. Doctors in Bhutan, thus, have varying cultural and spiritual 

understanding of patient care. The Khesar Gyalpo University of Medical Sciences of Bhutan 

(KGUMSB), established in 2012, consists of three faculties; the Faculty of Post Graduate Medicine 

which offers postgraduate residency training for doctors in various disciplines;55 the Faculty of 

Nursing and Public Health provides training to nurses, health assistants and other allied 

healthcare professionals (HCPs);56 and the Faculty of Traditional Medicine trains Drungtshos 

(traditional physicians) and Menpas (technicians). There are currently 54 Drungtshos and 116 

Menpas in the country.44 The JDWNRH and the traditional hospital also serve as teaching 

hospitals. 

Diseases patterns in Bhutan 

As Bhutan continues to progress economically and socially, disease patterns have altered over 

the years. Today, the country is challenged by the double burden of diseases. While vaccine-

preventable diseases like polio are almost eradicated, infectious diseases such as dengue fever, 

Multi-Drug Resistant Tuberculosis (MDR-TB) and HIV/AIDS continue to rise.48 The number of 

reported MDR-TB cases increased from 6 in 2005 to 70 in 2019.44 As of June 2021, a total of 773 

HIV positive cases have been detected.57 The emergence of COVID-19 pandemic remains a critical 

threat. Although the virus was very well contained in Bhutan in the first two years,58 with the first 

case of Omicron variant reported in the country since January 2022, there have been 16,666 

confirmed cases and seven deaths due to the virus as of 12th March 2022.59  

Among the NCDs, the incidence of cancer has increased from 8.7 per 10,000 population in 2005 

to 26.8 in 2019.44 During the period 2014-2017, the Bhutan cancer registry recorded 2648 cases 

where 941 people have died due to cancer.60 The top ten cancers include, in descending order, 

stomach; cervix; mouth and pharynx; lung, trachea and bronchus; thyroid; esophagus; colon, 

rectum and anus; liver; breast; and leukemia.60 For non-malignant conditions, from 2005 to 2019, 

the incidence of diabetes increased from 14.9 to 75 per 10,000 population, hypertension from 

261 to 307 and alcoholic liver disease from 19.2 to 38 .44 Figure 2 presents the NCD mortality 
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trends reported in Bhutanese hospitals from 2015 to 2019. Other healthcare challenges faced by 

the Bhutanese government today are ensuring quality healthcare and meeting public demand 

while simultaneously sustaining the free healthcare services.61 A Health Trust Fund was 

established in 1997 in the Ministry of Health with an objective to purchase essential drugs and 

vaccines in order to sustain primary healthcare activities.62  

Figure 2. NCD mortality trends (2015 to 2019) in Bhutan.44 

 
*Includes hematological cancers; **All types of heart diseases; ***Alcoholic Liver Disease 

Palliative Care – an emerging concept in Bhutan  

Despite commendable achievements in healthcare, PC remained unknown in Bhutan until very 

recently. It all started in 2016 when two faculty members, including the PhD candidate, from the 

Faculty of Nursing and Public Health travelled to Kerala in India to attend six weeks of hands-on 

training provided by the WHO collaborating centre, Training Institute of Palliative Sciences (TIPS). 

On their return, the duo lecturers made a sensitization presentation to relevant stakeholders 

including the Ministry of Health, JDWNRH, Bhutan Cancer Society (BCS) and the medical 

university on the concept of PC and its importance. The BCS, launched in 2015, was represented 

by its founder/executive director who is the current Health Minister of Bhutan. A few nurses from 

JDWNRH were then sent to Kerala for the same training. Thereafter, several workshops on PC for 
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doctors and nurses were organized in the country where international organizations including 

the American Society for Clinical Oncology, TIPS and Asia Pacific Hospice and Palliative Care 

Network have been involved.63-65  

In 2018, with a handful of doctors and nurses who attended PC workshops, a home PC service 

was launched at JDWNRH where three beds were also allocated for PC in the oncology ward.66 

Since then more doctors and nurses, particularly from JDWNRH, and monks from the Central 

Monastic Body, who are now increasingly getting involved in PC, have attended short courses 

both within and outside the country.67,68 Gradually, PC is being recognized as a crucial service.69  

In 2018, the BCS initiated a 12-month Civil Society Organization grant project to institute holistic 

PC services for terminally ill patients and their caregivers.70 In 2020, the Ministry of Health 

launched a PC Service Package which mainly aims at integrating traditional medicine into PC.71 

Recently, the Bhutan cancer control strategy (2019-2025) has explicitly highlighted the need for 

PC in the country.60  

Despite PC remaining unknown, the Ministry of Health had always identified service gaps for the 

care of patients with chronic diseases and the elderly.72 In Bhutan the national health policy 

remains congruent with the principles of GNH emphasizing physical, mental and spiritual 

wellbeing of all Bhutanese.46,73 Moreover, Bhutan is blessed with a compassionate and visionary 

King(s) and the current government (2018 – 2023) is headed by a Prime Minister who is a medical 

doctor and a Health Minister who is a public health specialist. Furthermore, with Her Royal 

Highness, Princess Kezang Wangmo Wangchuck, the King’s aunt, as the patron of PC, 

strengthening PC services in Bhutan is promising.71 This program of research is expected to 

ultimately facilitate integrating PC into the existing public health system.  

Overview of the Research Program 

This research program is aimed to fit within the existing international policies and milestones in 

strengthening PC globally. While PC was identified as a public health priority by individual 

scholars and the WHO since the late 1990s,74-78 the WHA in 2014 emphasized that PC must be an 

ethical responsibility of each country’s health system.10 Further, PC is recognized as an essential 

element of the Universal Health Coverage (UHC)79 emphasizing that integrating PC into the health 
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system is vital to achieving some of the Sustainable Development Goals by 2030. In 2017, the 

Lancet Commission reported on PC access abyss in the world and declared that PC is affordable 

even in LMICs.12 Then in 2018, the Astana Declaration placed special emphasis on developing PC 

within primary health care,80 and in 2021, the WHO released a report which identified a set of 

indicators and included a conceptual framework for developing PC globally.81 Hence, guided by 

these and other international evidence, this PhD research program aimed to develop a 

framework for PC to be implemented in Bhutan. There is broad evidence suggesting that the 

global disparities in PC services can be largely addressed by developing contextually based PC 

models.3,11,14,82,83  Many LMICs, where such models are adopted, have achieved significant 

outcomes.84-87 Therefore, given that PC is a very young concept in Bhutan, this program of 

research, the first-of-its-kind in the country, is aimed at developing a suitable PC model which is 

socially, culturally and spiritually applicable for the Kingdom of Bhutan.  

Aim of the research program 

The overarching aim of this PhD research program was to develop a PC model which is consistent 

with the WHO recommended public health approach and is socially, culturally and spiritually 

applicable for Bhutanese patients suffering from life-limiting illnesses and their families. 

Specific Objectives 

The overarching aim of the program of research was achieved through the following steps: 

1. Describing the evidence, through an integrative literature review, of WHO recommended 

public health PC models in lower-income countries. 

2. Exploration of the current PC needs among patients diagnosed with advanced illnesses in 

Bhutan 

3. Exploration of the support needs among Bhutanese family members caring for their loved 

ones diagnosed with advanced illness and/or elderly and frail relatives. 

4. Narration of stories of the lived experiences of patients and their families affected by 

advanced illnesses indicating the need for PC in Bhutan. 

5. Description of the differences in the need for PC between women living with advanced 

breast cancer in Bhutan and in Western Australia.  
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6. Exploration of the views and perceptions of Bhutanese HCPs about the needs for PC and 

how it should be delivered in Bhutan. 

7. Obtaining viewpoints and building consensus among the relevant stakeholders in Bhutan 

about an appropriate PC framework for the country. 

The candidate is partly funded by the Herta Massarik PhD Scholarship for Breast Cancer at the 

University of Western Australia. Hence, to acknowledge the scholarship, the candidate and her 

supervisors decided to include Objective 5 as a part of this research program. A detailed 

discussion is provided in Chapter 5. 

Significance of the Project 

In Bhutan, there is evidence indicating that Bhutanese are at an alarming risk of NCD morbidity 

and mortality.88-91 The 2014 STEPS Survey92 estimated that 67% of adult Bhutanese consumed 

minimal fruits and vegetables, 42% used alcohol beyond the standard amount, 7% 

smoked/chewed tobacco, 6% had minimum physical activity and 33% were overweight.89  The 

survey also found 11% of Bhutanese adults had impaired fasting glycaemia, 6% have raised 

fasting glucose, 13% have raised cholesterol level and the mean salt intake was 9.0 gm/day, 

almost double the WHO recommendation of 5.0 gm/day.89 Studies have also found the elderly 

Bhutanese population experience lower QOL due to physical and mental disabilities.93 

Diseases like cancer and other chronic conditions in Bhutan are often diagnosed at an advanced 

stage, as in many LMICs,12 leaving limited options to treat or cure. Resources to treat and cure 

even early cancer and other chronic diseases is limited in the country. Hence, PC may be the only 

option to treat symptoms and improve QOL. Moreover, the Royal Government of Bhutan is 

planning for a cancer hospital in the country60,94 and PC is a very significant component in cancer 

management.95,96 The WHO emphasizes that cancer centers in developing countries should 

prioritize provision of effective PC for terminally ill cancer patients.96 Furthermore, PC is 

identified as an essential component of Universal Health Coverage.12 Bhutan should have 

effective PC services in place to meet the Sustainable Development Goals, specifically Goal 

number 3 on Good Health and Wellbeing, by 2030.97 
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Evidence also indicates that effective PC services can reduce health care costs that result from 

repeated, often unnecessary, visits to emergency departments at the EOL, long-term hospital 

admissions and patient referrals abroad.11,12,98 The Government of Bhutan is already challenged 

by escalating healthcare and patient referral costs.60,72 When it comes to referral, many patients 

and families, particularly those illiterate Bhutanese coming from rural and remote parts of the 

country, when referred to India, have encountered distressing difficulties and barriers to 

effective management related to language, an unfamiliar health system and other logistical 

problems.99 Patients are also often exposed to futile or non-beneficial treatments when referred 

abroad with an advanced illness. Palliative care has thus become an essential need in Bhutan. 

Therefore, this program of research is of immense significance to Bhutan in various ways. 

Research is still in its infancy, which is, at least in part, responsible for the lack of recognition for 

the need for PC in the country until now. This project provides evidence on the need for PC among 

Bhutanese patients suffering from life-limiting illnesses, on support needs for their family 

members and carers, and also voices the views and perceptions of Bhutanese HCPs on the need 

for PC and how it should be delivered. However, this project has assessed the need for PC among 

adult patients only, as assessing children’s PC needs involved complex ethical requirements and, 

at the same time, was too broad for this PhD project. An integrative literature review, conducted 

as a part of the research program, provided evidence on the WHO recommended public health 

approach to PC in lower-income countries and informed how PC should be contextually based in 

Bhutan. Finally, this project developed an appropriate framework for PC in Bhutan which informs 

a suitable model contextually applicable for the country and is applicable for children’s PC as well. 

Structure of the Thesis 

Chapter 1—Introduction—provides a general background on PC followed by an introduction to 

Bhutan, its healthcare system and the patterns of disease in the country. The chapter then 

explains about PC being an emerging concept in the country. Then the chapter presents the 

overview of the research program including its aims and objectives, research methods and ethical 

considerations. The significance of the research program is made explicit in this chapter.   
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Chapter 2—Literature review—begins with a history of PC followed by what PC is and its 

definitions. The chapter describes hospice care and how the concept varies in different countries. 

The chapter then includes a description about how PC is identified as a fundamental human right. 

Then the chapter discusses PC models from an international perspective and focuses on the 

public health PC model recommended by the WHO. The significance of social, cultural and 

spiritual elements in PC is briefly discussed in this chapter.  

Chapter 3—Methodology—provides a detailed description about the various research methods 

used in this PhD research program, justifying how and why they were designed, allowing the 

readers to appraise the reliability and validity of the studies conducted. It will also highlight the 

methodological strengths and limitations in this research program. 

Chapter 4—Socially, culturally and spiritually sensitive public health palliative care models in 

lower-income countries: an integrative literature review—This chapter provides a preamble of 

the integrative literature review conducted as a part of this research program and presents the 

article which is published (currently in Press and available online) in the Indian Journal of PC. 

Chapter 5—Need for PC in Bhutan: the consumers’ perspective—begins with an introduction on 

needs, needs assessment and its purpose followed by a general discussion on assessment of need 

for PC. The chapter then describes the first phase of the research program where fieldwork was 

conducted to assess the need for PC in Bhutan. In this chapter, the consumers’ (patients and 

families) perspectives on the need for PC in Bhutan is presented. Two papers that resulted from 

the assessment – the patients’ perspectives and the family members’ perspectives, published in 

BMC Palliative Care Journal and Journal of Palliative Care, respectively, are presented. The 

chapter also includes stories on the lived experiences of patients diagnosed with advanced illness 

and their families indicating the crucial need for PC in Bhutan. Finally, the chapter describes the 

experiences of women living with advanced breast cancer in Bhutan and Western Australia. 

Chapter 6—Need for palliative care in Bhutan: the providers’ perspective—begins with a brief 

introduction about need assessment and the importance of assessing need for PC among HCPs. 

The chapter then discusses about the need for PC in Bhutan. Two manuscripts (currently under 

review), one highlighting the need for PC in Bhutan and the other informing how it should be 
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provided to suit the Bhutanese context from the HCPs’ perspectives, are presented in this 

chapter.  

Chapter 7—Consensus building on the framework for PC in Bhutan—begins with a brief 

introduction followed by a detailed description of the methods including study design, setting 

and study population, sampling and data collection, formation of the expert panel, the survey 

instrument; data analysis, and ethical approval applied in developing the framework for PC in 

Bhutan. The chapter then presents the results of the Delphi Consensus Process, the discussion 

about the results, the limitations and conclusion.  

Chapter 8—the framework for PC in Bhutan—begins with a case study followed by an 

introduction emphasizing the global, regional and national priority for PC. The chapter then 

briefly describes the public health strategies to facilitate PC followed by the presentation of the 

framework for PC in Bhutan. The chapter briefly describes the implementation of the framework 

in Bhutan in the near future.  

Finally, chapter 9—Discussions, recommendations and conclusion—provides a broad discussion 

of the whole program of research, its key findings and their implications followed by the future 

plans of implementing PC in Bhutan including a list of recommendations. Then the chapter 

discusses the strengths and limitations of the research program and finally draws the overall 

conclusion based on interpretation and discussion of all the research results. 
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CHAPTER 2. LITERATURE REVIEW 

History of Palliative Care 

While care for the sick and dying existed from time immemorial, it was mainly family members 

and religious organizations who were responsible for providing such care up until the middle of 

the last century.100 The few hospitals that were available had limited capacity in helping the dying 

patients and often confessed ‘there is no more we can do for you.’101(p6) Hence, it was primarily 

religious individuals and institutions who provided solace and explicit care to those terminally ill 

and dying patients.100,102  

Hippocrates, known as the Father of Medicine, almost 2400 years ago, emphasized that the aim 

of medicine should be “to cure sometimes, to relieve often, to comfort always.”103(p504) However, 

as modern medicine advanced, the ‘comfort’ aspect became increasingly marginalized.103 It was 

in the late 20th century, at a time when there was a growing awareness of medical advances 

offering cure for many illnesses often resulting in the health system ignoring people who could 

not be cured, that Dame Cicely Saunders founded the modern hospice and palliative care (PC) 

movement.104,105 Cicely Saunders, a British nurse and a social worker at St Thomas’s Hospital in 

London, came across 40 year old David Tasma, a Polish Jew who was at his end-of-life (EOL) due 

to cancer.101 As a professional and later as a very close friend, Saunders accompanied forlorn 

David Tasma through his journey towards dying. It was this poignant journey that made Cicely 

Saunders, at a very young age, decide to dedicate her professional life to improving the services 

and care for terminally ill and dying patients.106 At the age of 37, Saunders obtained a medical 

degree which further enabled her to prescribe and treat physical pain and discomfort among 

those terminally ill and dying patients.107 As a nurse, a social worker and a medical doctor, Cicely 

Saunders recognized that a dying person goes through “total pain” which she explained as not 

only physical pain and discomfort but also incorporated the psychological, social and spiritual 

distress of the patient and the needs of family members and caregivers.104 She then recognized 
that only a team consisting of interdisciplinary expertise can provide “total care” to address this 

complex suffering in dying patients.104  
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Cicely Saunders was deeply motivated to establish a modern hospice in London. Her late friend, 

David Tasma, left behind a small legacy of £500 and had said, ‘I will be a window in your Home.’ 
108(p8) Nineteen years later, in 1967, Cicely Saunders developed the first modern hospice, St 

Christopher’s Hospice, in London.109 Patients, irrespective of any diagnosis, any religious 

background and belonging to any social class were cared for with love, compassion, dignity and 

respect, along with effective management of physical, psychosocial and spiritual symptoms.107 

Today, St Christopher’s Hospice is a model for the modern hospice and PC movement 

encompassing clinical care, education and research activities. Based on 21st century evidence-

based practices, St Christopher’s Hospice remains an inspiration to many hospice and PC 

practitioners around the world.110  

The idea of specialized care for the dying was further promulgated by several other individuals 

like Elisabeth Kubler-Ross, a Swiss-born psychiatrist in the US, with her international bestselling 

book, On Death and Dying, in 1967.101,107,111 The book describes the five stages of denial, 

aggression, bargaining, depression and acceptance that a dying person goes through and explains 

the intricate communication required to address each phase.112 In 1970s, Robert Twycross 

conducted initial studies on use of appropriate strong opioids for patients with uncontrolled pain 

at the EOL.110 In 1973, Dr. Balfour Mount, a surgical oncologist in Canada, following Cicely 

Saunders’ approach of holistic care, developed a unit for dying patients in the Royal Victoria 

Hospital in Montreal113 and in fact, it is Dr. Mount who is credited for the use of term ‘palliative 

care’ for the first time in 1974.101,107 

What is Palliative Care? 

The word ‘palliative’ derived from a Latin word ‘pallium’, which means ‘cloak or covering’, is 

literally expressed in the Holy Quran as a blessing ‘may you be wrapped in tenderness, you my 

brother, as in a cloak’.101(p5&6) In patients with terminal illness the symptoms are ‘cloaked’ thus 

allowing the person’s needs to be relieved and to achieve comfort.114 As modern medicine 

inclines more towards curative output, patients and families battling an incurable disease are 

sometimes abandoned115,116 due to the anxiety and discomfort among clinicians which can lead 

to “death-denying.”105 The advancement of medical sciences has also altered the course of 
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disease management where patients now tend to live longer. With increasing longevity, the 

majority of the elderly population suffer from multiple conditions which can include cancer, 

dementia, cardiovascular and respiratory disease and other organ failure, leading to poor quality 

of life (QOL).3  

Palliative care, a component of a medical approach, is critical in treating chronic diseases to 

ensure the QOL of patients with an equal focus on physical, psychosocial and spiritual domains 

and on the needs of families and carers who are equally or even more affected than the patient 

at times.117-121 The PC movement not only removed the veil around death and dying but also 

strengthened communication around disease prognosis, and enabled involvement of patients 

and families in decision making for the person’s remaining life. Essentially, PC advocated that 

death is not regarded as a medical failure.105  

Suffering when associated with any kind of illness or injury is known as health-related suffering.12 

Unrelieved health-related suffering leading to physical, social or emotional distress is termed as 

serious health-related suffering (SHS).12 The aim of PC is, therefore, to relieve SHS which is 

associated with life-limiting or life-threatening conditions (basically when there is no prospect of 

cure for the illness), at EOL and even beyond to support bereaved family members.7,12,122 

Palliative care is not a sub-discipline of pain therapy or limited to care of dying and/or when the 

curative treatment is futile, as is commonly misunderstood.123,124 Also known as ‘care beyond 

cure,’125 PC can be initiated as early as a life-threatening/life-limiting illness is diagnosed because 

at this stage, besides physical pain and discomfort, the patient and the family goes through 

immense psychological, social and spiritual distress.3 It can be included along with the disease 

management therapies, such as chemotherapy, radiotherapy and surgery, with an intention to 

help patients remain active and maximize QOL.115 When integrated early and along with disease 

modifying therapy, PC has been shown to improve patient outcomes including survival.126 

Although the disease modifying treatment and palliative approach to care can go hand in hand, 

it is critical to understand that PC is in no way a substitute for appropriate curative treatment. 

Continued throughout the disease trajectory and at the EOL, PC can extend to grief and 

bereavement support of the family members as demonstrated in Figure 3(a) and 3(b).95,127,128  
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Figure 3(a). Integration of palliative care along with disease-modifying treatment.127 

 

Figure 3(b). Integration of palliative care along the illness trajectory.128  

 

Lately, the bow-tie model of PC, Figure 3(c), is increasingly being used to demonstrate the 

integration of PC at an early stage of a life-threatening illness.129 Provided through primary 

healthcare approach in hospitals (both as out-patient and in-patient) and /or in hospices, aged 

care facilities, nursing homes and in patients’ homes, PC is patient- and family-focused, based on 

ethical principles, shared decision making and advanced care planning.121 Importantly, PC can be 

successfully implemented even in resource constraint countries.121 
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Figure 3(c). Bow-tie model of integrated palliative care.129 

 

Palliative care encompasses the various perspectives of an interdisciplinary team which ideally 

consists of physicians, nurses, counsellors, psychologists, pharmacists, physiotherapists, social 

workers, chaplains/spiritual leaders, and volunteers.95,121 Other health professions such as 

occupational therapy, nutritional support, acupuncture, music therapy, and massage therapy 

play a vital role, depending on the needs of the patient and family.130 It is also important to 

understand that every dying patient with a chronic illness may not require PC. Identifying pain, a 

common symptom in chronic illness, and/ or any other psychological, social, emotional and 

spiritual distress affecting the QOL of the patient and family members is often helpful to indicate 

the need for PC.3 Palliative care is, therefore, a holistic approach to care which aims to alleviate 

physical suffering, improve psychosocial and spiritual wellbeing and ensure a dignified death and 

provide practical support, grief and bereavement care to the surviving family members as 

required. 

During the early 1980s, PC was identified only for cancer patients who experienced high symptom 

burdens but gradually it was acknowledged that the majority of patients requiring PC globally in 

fact suffered from non-malignant conditions such as congestive heart failure, cerebrovascular 

disease, neurodegenerative disorders, chronic respiratory diseases, HIV/AIDS, Multi-Drug 

Resistant Tuberculosis (MDR-TB), and other advanced chronic diseases of ageing.3  
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Definitions of Palliative Care 

The definition of PC has been evolving. First in 1989, the World Health Organization (WHO) 

defined it as... 

   “…an active total approach to caring for patients with diseases that are no longer responsive to 

curative therapy.”131 The emphasis then was mainly on pain management.131 

As evidence on better outcomes resulting from integration of PC at early stage of a life-limiting 

illness increasingly became available, the WHO, in 2002, revised and adopted a broader definition 

as… 

“… an approach that improves the quality of life of patients and their families facing the 

problems associated with life-threatening illness, through the prevention and relief of 

suffering, early identification and impeccable assessment and treatment of pain and 

other problems, physical, psychosocial and spiritual.”132  

However, in 2017, the Lancet Commission report on Global Access to PC and Pain Relief identified 

that the focus on “life-threatening” illnesses in the WHO definition somehow excluded the PC 

needs of patients with acute life-threatening conditions such as malnutrition, low birth weight, 

haemorrhagic fevers, injuries, poisoning, and so on.12 Other evidence also indicate that PC 

provision should focus on needs alone and not be determined by the patient’s disease/prognosis, 

his/her geographical location, or ability to pay.132,133 Therefore, in 2018, the International 

Association for Hospice and Palliative Care (IAHPC), with recommendation from the Lancet 

Commission Report, 2017,12 has re-defined PC as…  

“…the active holistic care of individuals across all ages with serious health-related 

suffering due to severe illness, and especially of those near the end-of-life. It aims to 

improve the quality of life of patients, their families and their caregivers.”7 

The IAHPC further simplifies the definition of PC, making it as explicit as possible for not only 

healthcare professionals (HCPs) but for every lay individual to understand, as follows: 

“Palliative care: 
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• Includes, prevention, early identification, comprehensive assessment and management of 

physical symptoms, including pain and other distressing symptoms, social, psychological 

and spiritual distress. Whenever possible, these interventions must be evidence based. 

• Provides support to help patients live as fully as possible until death by facilitating effective 

communication, helping them and their families determine goals of care. 

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

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

• May positively influence the course of illness. 

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

natural process. 

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

own bereavement. 

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

the family. 

• Is applicable throughout all health care settings (place of residence and institutions) and 

in all levels (primary to tertiary). 

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

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

cases.”7 

Palliative Care Australia, the national peak body for PC in Australia, defines PC as…  

“…a person and family-centred care provided for a person with an active, progressive, advanced 

disease, who has little or no prospect of cure and who is expected to die, and for whom the 

primary treatment goal is to optimise the quality of life.”134  

In Bhutan, where PC is currently at a very nascent stage, in 2020, at the launching of the first PC 

service package, the Ministry of Health described PC as “services that are exclusively provided to 

terminally ill patients.”71 This limited definition is likely to underestimate the actual broad 

definition of PC. 
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Hospice Care  

It is incomplete not to mention hospice care when discussing PC. People use these two terms— 

hospice care and PC— interchangeably, which in some contexts may be incorrect.135 The term 

‘hospice’ is derived from a Latin word ‘hospis’ meaning host and guest and is rooted to words like 

hospitality, hospital and hotel.135 Hospice is understood both as a type of care as well as a place 

of care.135,136 Like PC, the aim of hospice care is also to provide adequate symptom relief and 

improve the QOL of both the patient and his/her family making the best of each day during the 

last stages of advanced illness, and it neither hastens death nor postpones it.7,137   

However, the two concepts, hospice care and PC, are applied differently in different countries. 

For example, in the US, hospice care is essentially provided to patients suffering from advanced 

illnesses that no longer can benefit from curative treatment and, specifically, limited to those 

patients with a life expectancy of approximately 6 months or less and to their families and 

carers,135,137-139 as illustrated in Figure 4. Whereas, in countries like Australia and the UK, although 

PC is much more broad and comprehensive, both hospice care and PC are provided in the same 

setting, be it PC unit or hospice care unit, and is initiated from the time of diagnosis of a life-limiting 

illness and provided throughout the illness trajectory irrespective of the life expectancy.136,140  

In this thesis and for the context of Bhutan, given that PC is an emerging concept and so to avoid 

confusion among care providers, policy makers and the public and to ensure adequate PC 

provision from the time of diagnosis of a life-limiting illness till EOL and beyond to bereavement 

support, the term PC and hospice care will be used as mutually inclusive as described in Australia 

and UK.  

Palliative Care - A Basic Human Right 

Since the early 1990s, PC advocates including doctors and nurses identified access to pain relief 

and PC as a human rights issue.141 Subsequently, this concept was further developed by PC 

organizations,142,143 the World Medical Association Resolution,144 and other scholarly 

works.8,9,145-147 Today, the WHO has made it explicit that PC is a fundamental human right of every 

global citizen and emphasizes that PC should be provided through patient-and-family-centered 

and integrated health services with special attention to the specific needs and preferences of 
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individuals.148 Furthermore, the WHO highlights that PC is an integral part of the Universal Health 

Coverage (UHC).79 The WHO describes UHC as all people having access to a full range of essential 

health services, including health promotion, disease prevention, treatment, rehabilitation and 

PC—when and wherever they need without any financial hardship.149 Evidence indicates that 

effective PC can prevent repeated, often unnecessary, visits to the emergency department at EOL 

and also reduces long term hospital admissions and associated medical expenses, both to 

patients and the government.12,98,150 Hence, PC is under consideration for ‘best buy’ under 

UHC.151  

Figure 4. Palliative care versus Hospice care.137        

 

Models of Palliative Care – International Perspectives 

Although there still exists substantial gaps in the provision of PC in the world, especially between 

the developed and developing countries, efforts are continually being made to develop and 

strengthen PC services globally.14 The delivery of PC depends on various factors including 

socioeconomic conditions, cultural issues around truth telling, communication and decision 

making, private or publicly funded health care systems, and levels of education among HCPs.152 
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However, political ‘will’ is crucial to achieving adequate PC provision.77 Literature suggests that 

governments should not use limited resources as a justification for inadequate PC services.9  

As Cicely Saunders said “go around and see what is being done and then see how your own 

circumstances can produce another version; there is need for diversity in this field,”3(p47) there can 

never be a universally acceptable one-size-fits-all model for PC. Hence, there are different models 

of PC adopted around the world.121,153-155 In developed countries, there are specialist PC models 

including outpatient PC clinics, inpatient consultation teams, acute PC units, community-based 

PC, and hospice care.156 Literature suggests that not all people affected by life-limiting illness or 

at EOL will need specialist PC but it should be available when and where it is required.127 In 

Australia, for example, there are population based PC models available to provide care according 

to the complexity of the needs of patients such as primary, intermediate and complex needs 

(Figure 5).157,158  

Whereas in low and middle income countries (LMICs), PC services, where available, range from 

standalone community services largely run by non-governmental organizations through to 

services integrated into the existing healthcare system as specialist or generalist care.14,83 

Community based home care services are known to play a vital role in LMICs.159,160 Where 

possible, patients and families can access PC via two pathways. The first one is when a patient is 

referred to specialist PC at an appropriate stage of their clinical condition and the second is PC 

integrated into routine primary healthcare.161 However, these two pathways are not mutually 

exclusive and the WHO emphasizes that both these approaches should be integrated into 

disease-specific care.162 Where gaps exist, it is found that they are mainly due to lack of PC 

policies, inadequate PC drugs and lack of PC education and awareness.3,14 The WHO, therefore, 

has been emphasizing inclusion of PC from a public health approach since the early 1980s but 

many countries, especially the LMICs, have not yet achieved this.76  

 

 

 



24 
 

Figure 5. Australian Population-based PC Model. 

 
(A - The largest group of patients who do not require access to specialist PC. Their needs can be met either through 
their own resources or with the support of primary care providers. B - Some patients will have sporadic exacerbations 
of pain or other symptoms or may experience social or emotional distress requiring temporary access to specialist 
PC services in addition to the ongoing care from their primary care provider. C - Patients with complex physical, 
social, psychological and/or spiritual needs requiring highly individualized care plans developed, implemented and 

evaluated by knowledgeable and skilled PC specialists, in partnership with primary care providers. Sub-group (C) 
is likely to be the smallest of the three sub-groups of the population.)158  

The WHO recommended Public Health Palliative Care Model 

Having identified that the vast majority of those in need of PC lived in the LMICs where healthcare 

resources are limited coupled with extreme poverty in most countries, the WHO initiated a public 

health strategy to integrate PC into the existing health systems. To ensure PC for everyone in the 

population, particularly in LMICs, the WHO acknowledges that, “separate systems of care are 

neither necessary nor desirable.”76(p44) Thus, the WHO recommended the following four key 

public health strategies for PC (see Figure 6):  
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1. Establish a national PC policy specific for the country’s socio-cultural context and outline 

how PC will be developed within the existing health system;  

2. Ensure that the essential PC drugs, particularly opioids like morphine, are available and 

easily accessible for adequate pain control; 

3. Provide PC education, training and awareness to HCPs, policy makers and the general 

public; and  

4. Ensure that PC programs are incorporated into all levels of healthcare systems to 

achieve necessary coverage.11,75,77,82  

Figure 6. A WHO Public Health Model for Palliative Care.76 

      

In 2021, the WHO also added other components into the model, including research and the 

importance of empowering people and communities, with both acting as foundational elements 

to support all other actions in PC.81 Further, now that PC is included in UHC, the WHO reiterates 

that it should be integrated through a primary health care approach.80,81 In LMICs specifically, 
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patients and families affected by a life-limiting illness are not just beset by the physical pain and 

discomfort but so much of their suffering is aggravated by the socio-economic factors. With long 

term illness, patients and families often lose jobs and exhaust whatever savings they had causing 

catastrophic financial burden where food, clothing, and shelter, at times, become a paramount 

need.77,163-165 Moreover, cultural beliefs, values and spirituality play significant roles, particularly 

around chronic illness, death and dying.166-168 Hence, when all these factors are incorporated 

along with the WHO- recommended public health strategies, PC services, especially in LMICs, can 

be holistic and applicable to the total needs of patients and families.12,77,169,170  

In Phase 1 of this research program, along with assessment of needs for PC in Bhutan, an 

integrative literature review was conducted to explore PC models in lower-income countries. The 

review article, published in the Indian Journal of PC (currently in Press and available online), is 

presented in Chapter 4. The findings of the review and that of needs assessment for PC in Bhutan 

is expected to inform a suitable PC model for the country. 

 

  



27 
 

CHAPTER 3: METHODOLOGY 

Introduction 

This chapter will discuss the philosophical underpinnings of the research design used in this PhD 

research program. It will discuss the research paradigm involved and allow readers to understand 

the methods used, the settings for the research, the research participants, and how and why 

various data were collected, analysed and presented.  

Research Paradigm 

A research paradigm is a theoretical framework with a set of beliefs and values that helps 

researchers understand the nature of reality (ontology), what can be known about the reality 

(epistemology), what approaches to adopt (theoretical perspective) and how to go about 

achieving knowledge about the reality (methodology).171-174 Among the three most common 

research paradigms - positivism, constructivism and pragmatism,174 this PhD research program 

adopted a paradigm of pragmatism. Pragmatism involves multiple ways of conducting research 

to investigate the reality with a combination of different approaches, based on ‘what will work 

best,’ providing a broader understanding of the phenomena being investigated.175 It utilizes the 

best methods to explore ‘real-world’ problems and allows the use of multiple sources of data in 

finding answers to the research questions.171,176 Given the nature of reality in this research 

program, developing palliative care (PC) model for Bhutan where the concept of PC is young and 

emerging and no previous research has been conducted in this field, it was essential to consider 

research designs that would work best to achieve robustness of the results through triangulation 

of findings.177 

Research Designs 

This research program was divided into two phases and involved a multi-method study design 

(Figure 7). Phase 1 included an integrative literature review and assessment of needs for PC in 

Bhutan. Phase 2 was focussed on developing an appropriate framework for PC in the country 

through a consensus process. Quantitative, qualitative and mixed-method research projects 

including a literature review were designed to achieve different perspectives on the topic.177 
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Some of the results of each study are already published while others are under review. The 

methods involved in each research are discussed below. 

Figure 7. Framework of the research program with study designs used in each study 
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Literature Review 

Research Design 

To explore and understand about PC models in lower-income countries (LICs) and simultaneously 

to inform an appropriate model for Bhutan, an integrative literature review, known to be “the 

broadest type of research review”178(p547) to understand a phenomenon better,179 was 

considered. Palliative care models are often discussed and presented in diverse study designs 

and an integrative review allows the inclusion of studies with diverse methodologies including 

experimental and non-experimental studies.178 The outline for integrative review, suggested by 

Whittemore and Knafl,178 that includes problem identification, the literature search, data 

evaluation, data analysis, and presentation, was followed.  

Setting, Study Population and Sampling 

A comprehensive literature search was conducted using four electronic databases - Medline, 

Embase, Global Health and CINAHL. The search terms included ’palliative care’, OR ‘hospice care’, 

OR ‘terminal care’, OR ‘end-of-life care’, OR ‘supportive care’; AND ‘developing countries’, OR 

‘low-middle-income countries’, OR ‘third world countries’. Articles were also identified through 

ancestry search for grey literature. The target population for the review included adults and 

children, their families and carers affected by life-limiting conditions.  

Research Tools 

The inclusion and exclusion of articles were guided by a PRISMA flowchart.180 The inclusion 

criteria were limited to literature, both empirical and theoretical, published in English from 

January 2000 to May 2021. An article was included if it mentioned PC models, services or 

programs and integrated the World Health Organization (WHO) public health strategies in LICs 

with gross national income per capita of up to US $4,045 in 2019.181  

Data Collection 

The literature search and review of the selected papers were conducted by the candidate under 

her PhD supervisors’ guidance. From each identified article, the characteristics of the WHO public 
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health strategies related to PC (policy, education, drugs and implementation) and social, cultural 

and spiritual components were extracted and tabulated.  

Data Analysis 

A narrative synthesis, considered as a best approach when statistical meta-analysis or meta-

ethnography for qualitative studies are not feasible,182,183 was undertaken to analyse the 

included studies. Themes and subthemes were generated to inform PC models in LICs. Each 

article was also assessed using the critical appraisal checklists for qualitative research,184 cross-

sectional studies,185 mixed method studies186 and text and opinion articles187 although no articles 

were excluded based on the methodological quality. The review article is published in the Indian 

Journal of PC (currently in Press and available online), https://jpalliativecare.com/view-

pdf/?article=641a10af66f5caa143a88a0c1917d0c5TLZtfm0aqIo=, and is presented in Chapter 4. 

Assessment of needs for palliative care in Bhutan 

Research Design 

To assess the needs for PC in Bhutan, the research involved both quantitative and qualitative 

approaches. Surveys were conducted among patients diagnosed with advanced illness(s), their 

family members and healthcare professionals (HCPs) taking care of those patients. Qualitative 

data were collected through in-depth interviews among patients and families to gain a broader 

understanding of the needs for PC in Bhutan. Focus group discussions were conducted to explore 

and understand the views and perceptions of HCPs on the need for PC and how it should be 

delivered in Bhutan.  

Setting, Study Population and Sampling 

The study sites for needs assessment included the national referral hospital, the two regional 

referral hospitals, four district hospitals, two community hospitals, two Primary Health Centers 

and community around these facilities. The study sites were distributed across the country 

covering all regions – east, west, south and central, where there are varied cultural and spiritual 

values and belief systems particularly when it comes to chronic illness, death and dying. Study 

samples included patients diagnosed with advanced illnesses including both cancer and other 
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non-malignant conditions and those who were terminally ill and dying (irrespective of the 

diagnosis), their family members and HCPs including doctors, nurses, pharmacists, 

physiotherapists, health assistants and Drungtshos (the traditional physicians).  

Participants were recruited through purposive and snowball sampling strategies. The inclusion 

criteria were limited to >18 years of age, cognitively sound, willing to participate and able to 

provide informed consent. Family members identified by the patient as primary caregivers were 

included. If participants who completed the survey were willing to share their experiences, views 

and perceptions further, they were recruited for in-depth interviews and focus group discussions. 

In two of the health centres, there was only one eligible HCP participant who was willing to 

participate and for them in-depth interviews were conducted instead of a focus group discussion.  

Research Tools 

Structured survey questionnaires were developed following an extensive review of relevant 

literature and considering the contextual realities in Bhutan including demographic information 

of the participants, the clinical characteristics and social, cultural, and spiritual environment. The 

questionnaires were finalized after several rounds of discussions among the research team. The 

questionnaire for patients included socio-demographic characteristics, clinical information and 

the European Organization for Research and Treatment of Cancer (EORTC) quality of life 

questionnaire (EORTC QLQ-C30). The latter is an integrated, 30-item questionnaire, used to 

assess the health related quality of life (QOL) of cancer patients participating in both clinical trials 

as well as non-trial studies for which reliability and validity have already been established.188 

Despite other available tools, the EORTC QLQ-C30 was used in this study because it was found to 

be clear, comprehensive, and not necessarily specific to cancer. Past studies have used it to 

compare the QOL between cancer and non-cancer patients.189 Translating the EORTC QLQ-C30 

into Bhutanese languages was not considered because the patients in Bhutan spoke several local 

dialects which do not have a written form. Given that the candidate can speak these dialects 

fluently, she found the tool appropriate to be translated at the patients’ bedside. Simultaneously, 

the permission to use the tool in English was promptly granted. Due to complex practicalities 

including low literacy among participants, issues with translation and the potential for 
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encountering cultural taboos, difficulties were foreseen in using multiple tools. Thus, with 

consensus from all authors, only the EORTC QLQ C-30 was chosen.  

Similarly, among the family members, the structured questionnaire included socio-demographic 

characteristics, duration of caring, awareness of patient’s diagnosis, and the 14-item Carer 

Support Needs Assessment Tools (CSNAT). The CSNAT is an evidence-based, comprehensive tool 

to assess support needs of informal carers with good face, content and criterion validity.190,191 

Like EORTC QLQ-C30, translation of the CSNAT was not possible, however, given that it is a 

comprehensive yet concise tool,191 it was found to be applicable for the Bhutanese context and 

permission to use the tool was granted. Considering all these factors, the authors agreed to use 

this tool. For HCPs, the structured questionnaire included socio-demographic characteristics, 

information on PC training, involvement in caring for terminally ill and dying patients, and a space 

for free text answers about the challenges they faced while caring for those patients.  

Prior to the actual data collection, the surveys were pilot tested among four patients, four family 

members and eight HCPs and there were no issues with the feasibility, clarity and sensitivity of 

the questionnaires. 

Similarly, for qualitative data collection, semi-structured guides were developed following review 

of relevant literature192-194 and considering the contextual realities in Bhutan.  The open-ended 

questionnaires guided the candidate to explore in depth the needs for PC among patients, 

support needs among family members and to understand the views and perceptions of HCPs on 

the need for PC and how it should be delivered in the country.  

Data collection 

Both quantitative and qualitative data were collected by the candidate from May to August 2019. 

Despite several unforeseen challenges,195,196 she could travel across the country meeting patients 

diagnosed with various advanced illnesses, their family members and HCPs taking care of them. 

Given that research is still at a young stage in Bhutan and, moreover, PC being a new concept in 

the country, each identified participant including HCPs required adequate time to understand 

the subject, why this research was carried out and to decide whether to participate or not. 

Participant information forms (PIF), written in English and Dzongkha, the national language, 
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included the details about PC and its importance, about the research and why they were being 

asked to participate and how to participate. Those who could read English and Dzongkha were 

provided with the PIFs and any concerns they had were clarified. For patients and family 

members who could not read, the candidate used the PIF to explain the project in their dialect. 

Informed, written consent was taken from those who were willing to participate. Participants 

who could not read and write provided thumb prints to consent to participation. Since most of 

the patients and family members could not read and write English and some spoke only their 

native dialects which do not have a written form, the candidate, who is fluent in all the main 

dialects of Bhutan, translated the questionnaire at the bedside and completed the survey in 

English on behalf of the participants. Even some of the patients and family members who could 

read and write English preferred the candidate to complete the survey on their behalf. Field notes 

were maintained to record any contextual realities, difficulties and challenges faced during data 

collection to allow reflective consideration or potential bias during interpretation. 

The survey participants were then asked if they would also like to share some of their experiences 

of being affected by the illness in an in-depth interview. Fifteen patients and 10 family members 

agreed and were interviewed. Each interview was conducted in a separate room both in hospitals 

and at patients’ homes to ensure privacy. Using open-ended questions and prompting, whenever 

necessary, the patients were asked about their illness experiences, the current mode of 

treatment, their preferred choice of place of care/death, other support needs for social, 

psychological, emotional, and spiritual issues, their beliefs and values and what challenges they 

faced living with a life-limiting illness. Similarly, for the family members, questions were mainly 

focused on how much they knew about their loved ones’ illness, how the illness has affected the 

family, the challenges they faced, and what were some of the support needs they required. 

During the interview the participants were often asked if they wanted to pause or discontinue 

the discussion, especially if they became emotionally and /or physically distressed. They were 

also followed up every day for few days to make sure they were coping well. Clinical counsellors 

were arranged in case the participants needed counselling support. However, none of the 

participants needed counselling support.  



34 
 

Among the HCPs, the interested participants were first provided with the PIF and those willing to 

participate signed the consent form. The survey questionnaire was then given to each participant 

who was requested to return it within three days given the limited time the candidate had for 

her field work. Following that, participants in each hospital were asked if they were interested to 

discuss further the need for PC and how it could be provided in Bhutan. Those interested and 

willing to participate attended the focus group discussions. Some interested participants, 

however, could not attend the discussion due to their busy schedule. All the discussions were 

conducted and moderated by the candidate. The discussions were mainly in English although 

Dzongkha, the national language, and other local dialects were occasionally used.  

Achieving data saturation was not considered for all qualitative data because immediate data 

transcription and analysis were not possible given the limited duration of time for data collection.  

Data Analysis 

For PC needs assessment, all quantitative data were analysed using Statistical Analysis System 

(SAS) software, version 9.4,197 where descriptive statistics (frequency, percentage, means and 

standard deviation) were calculated. With the patients’ data, an independent sample T-test was 

conducted to compare the EORTC QLQ-30 scores between cancer and non-cancer patients. 

Similarly, with family members’ data, an independent samples t-test, pending satisfactory 

normality checks, was used to compare the means between family members caring for cancer 

and non-cancer patients. Logistic regression models, performed separately for carers of cancer 

patients and those of non-cancer patients, were used to assess the statistical significance, set at 

α=0.05, of potential predictors of level of needs.  The quantitative data among patients and 

families resulted in two descriptive cross-sectional studies and are published in BMC PC Journal, 

https://rdcu.be/cdkln, and Journal of PC, 

https://journals.sagepub.com/doi/abs/10.1177/08258597211066248, and are presented in 

Chapter 5. 

The in-depth interviews and focus group discussions were audio recorded with prior consent 

from the participants. Patients and their family members mainly spoke in Dzongkha, the national 

language, or Sharchopkha, the dialect of eastern Bhutan. The candidate, having lived, studied 
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and worked in different parts of the country, is fluent in these dialects and did not require an 

interpreter. After listening several times to the recordings, she translated and transcribed the 

interviews directly into English. When there were doubts with certain words, she sought 

assistance from Bhutanese academics for accurate translation. In this thesis, six interview 

transcripts - two from patients diagnosed with advanced illnesses, two from family members 

caring for those patients, two from bereaved family members are transformed into stories. As 

stated by Stake, “Storytelling is part of the craft of the qualitative researcher”198(p170) and the 

narratives were expected to provide a deeper understanding of their lived experiences of being 

affected by advanced illness and explore what the needs are from the consumers’ 

perspectives.198 The transcripts were identified based on the characteristics such as different 

ages, genders, roles, issues raised and ensuring that both patients and family members including 

bereaved were included. The narratives involved a process of reorganizing and analysing the key 

elements in the data and rewriting it in chronological order.199 The narratives then became  useful 

evidence, a unit of knowledge for the audience to learn, make decisions and inform appropriate 

actions.199,200 With approval from the ethics committee, the candidate involved a former 

journalist in Bhutan who was willing to help develop the transcripts into stories. The transcripts 

were first summarized by the candidate who ensured the identifying characteristics of the 

participants were changed to maintain confidentiality of the participants. Involving an iterative 

process, the summarized drafts were then sent to the journalist who mainly helped in 

reorganizing and rewriting them in sequential order. The stories are presented in Chapter 5. 

The analysis of both quantitative and qualitative data among HCPs resulted into two manuscripts 

- a mixed-method study informing the need for PC in Bhutan from the providers’ perspectives, 

and a descriptive qualitative study reporting their views and perceptions on how PC should be 

delivered in Bhutan. A mixed-method study is an integration of both quantitative and qualitative 

data in a single study which provides a firm foundation for drawing inferences.201,202 The 

descriptive qualitative study was aimed at uncovering the deeper meanings of the experiences, 

views and the perceptions on the need for PC from the providers’ perspectives.198 Currently, the 

mixed-method study is submitted to Asia Pacific Journal of Public Health for review and the 
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qualitative study is being reviewed by PLOS Public Health Journal. The draft manuscripts are 

presented in Chapter 6. 

Although data saturation was not considered during data collection, it was found during 

transcription and analysis that the need for PC expressed by patients, families and HCPs was 

consistent.  

Palliative care in breast cancer in Australia and Bhutan 

Research design 

This research program also involved women living with advanced breast cancer in Bhutan and 

Western Australia (WA). This component was included in this research program to allow more 

direct comparison of the experiences of women with the same diagnosis across two very 

different medical systems and cultures, allowing identification of universal concerns and also 

country-specific issues. This component also honours and acknowledges the award of Herta 

Massarik PhD Scholarship for Breast Cancer at the University of Western Australia which partly 

funded the candidate’s PhD program. 

Setting, Study Population and Sampling 

Simultaneously with the assessment of needs for PC in Bhutan in 2019, women with advanced 

breast cancer were identified from the oncology clinic at the national referral hospital where they 

had come for chemotherapy, symptom management or a follow-up visit. With help from the 

doctors and nurses, the candidate introduced herself to these women and explained about the 

research. Four out of seven identified agreed to participate in the study. Whereas in WA, women 

were identified between June 2020 and July 2021 from Perth metropolitan areas and from 

Albany, the Great Southern Region of WA, with help from the candidate’s PhD supervisors. Her 

principal supervisor, a breast surgeon in Perth, and one of the co-supervisors, a PC specialist in 

Albany, informed patients attending their clinics about this research and asked whether they 

would like to be a part of it. Five women were interested whose contact details were forwarded 

to the candidate who then communicated with the women and arranged a mutually convenient 

time and location for the interviews.  
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Research tools, data collection and analysis 

Semi-structured interview guides developed using relevant literature203-206 were used. In-depth 

interviews were conducted among these women to explore and understand the needs for PC and 

the differences in their experiences of living with advanced breast cancer in Bhutan, where PC is 

a young concept, and in WA where advanced PC services exists. All four women in Bhutan spoke 

in national or the local dialects while all WA women were English speaking. All interviews, audio-

recorded with prior consent from the participants, were transcribed into English. In this thesis, 

all nine transcripts are narrated as stories and are presented in Chapter 5. 

Development of Palliative Care Framework  

Research design 

In Phase 2 of the research program, given that PC has to be a multidisciplinary and multisectoral 

approach and that it has to be contextually based,14,76,77 a Delphi Consensus Process207 was used 

among relevant stakeholders in Bhutan to develop a suitable framework for PC in the country. 

Setting, Study Population and Sampling  

Relevant Bhutanese stakeholders including clinicians, policymakers, drug regulators, public 

health officials, WHO country officials, spiritual leaders, and Civil Society Organizations including 

the Bhutan Cancer Society, Bhutan Kidney Foundation, Lhak-Sam (network of people living with 

HIV/AIDS), Ability Bhutan Society, Bhutan Stroke Foundation, Royal Society for Senior Citizens 

and relevant individuals, were included. The stakeholders were identified using purposive 

sampling. Due to international travel restrictions with COVID-19, the candidate could not travel 

to Bhutan for field work as initially planned and so the stakeholders including the head of the 

organizations were approached through emails for participation. Out of 50 identified 

stakeholders, 34 participated in two rounds of Delphi iteration process.  

Research Tools 

Two sets questionnaires for two rounds of Delphi iterations were developed following literature 

review, several discussions with supervisors (clinician-academics), guidance from clinicians and 

relevant experts from Bhutan and India and the candidate’s knowledge and clinical experience in 
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Bhutan. An expert panel, comprising of the candidate’s PhD supervisors, a clinician in Bhutan and 

a WHO officer involved in developing PC in Southeast Asia region was formed to advise and guide 

the candidate in the framework development. The questionnaire for Round 1 included the socio 

demographic information and the statements on various components of the framework - vision, 

mission, aim, and objectives. The framework is based on the WHO public health strategies for PC 

which includes suitable policies, availability and accessibility of essential PC medicines, education 

and training and implementing PC at all levels of healthcare.82 Contextually appropriate 

statements to achieve each strategy were developed and the participants were asked to use a 7-

point visual analogue scale with options ranging from ‘strongly disagree’, ‘disagree’, ‘somewhat 

disagree’, ‘neither agree nor disagree’, ‘somewhat agree’, ‘agree’ to ‘strongly agree’. A space to 

write comments was provided at the end of each strategy and at the end of the questionnaire. 

Similarly, for Round 2, the questionnaire included sociodemographic characteristics and the 

revised statements following the analysis of Round 1.  

Data Collection 

The identified stakeholders who responded to the emails expressing interest in participating 

were sent the PIF and three short (4-6 minutes) video-recorded presentations – explaining what 

PC is and why it is important; how PC is delivered internationally including in the rural Australian 

communities and the importance of participating in this research; about the research and how 

to participate. The first two videos were developed by two of the PhD supervisors who are senior 

Australian academic clinicians, and the third video recorded by the candidate. The videos were 

developed to replace the day-long symposium with the stakeholders in Bhutan which was 

planned initially. With COVID-19 travel restrictions, the data collection strategies for Phase 2 had 

to be changed.  A web based survey tool, Qualtrics,208 was used to collect data. Prior to the actual 

data collection, a pilot test was conducted among two clinicians in Bhutan and two Bhutanese 

PhD candidates in Perth, one of whom is trained in PC. The main comment from the pilot test 

was that the questionnaire was too long. Hence, the questionnaire was further revised in 

consultation with the expert panel.   
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Data analysis 

The quantitative data were analysed using the software Statistical Package for the Social Sciences 

(SPSS), version 27,209 where descriptive statistics (frequency, percentage, means and standard 

deviation) were calculated. A score of 80% agreement (i.e. agree or strongly agree) in Round 2, a 

benchmark used by the WHO in developing guidelines,210 with the proposed statements was 

considered to finalize the framework. However, the comments and suggestions were considered 

for change and finalization of the framework in both the rounds.210 The qualitative data from the 

participants’ comments on various aspects of the framework were analysed using thematic 

analysis. The Delphi consensus process on developing PC framework in Bhutan is thoroughly 

discussed in Chapter 7. 

Strengths and Limitations 

The multi-method study design used in this research program offered several advantages 

including increased robustness of the results through triangulation of findings. While the 

integrative literature review informed the PC models utilized in lower-income countries, the 

needs assessment among patients, family members and HCPs through quantitative and 

qualitative data provided rich evidence on the needs for PC from both consumers’ and providers’ 

perspectives. The Delphi consensus process then resulted in a contextually appropriate PC 

framework, based on public health approach, for Bhutan. 

There are, however, several methodological limitations in this study. Having used only one tool, 

EORTCQLQ C-30 among patients, resulted in a reduced understanding of other needs such as 

information, spiritual and sexual needs of the patients. Further, the tools including CSNAT, could 

not be translated into local languages. While recognizing reliability and validity are fundamental 

requirements in scientific research,211 and utilization of translated, validated and previously 

utilized tools would have been ideal, there were a number of barriers to this being possible, and 

hence the pragmatic solutions arrived upon have been presented above. One barrier was there 

being no translated, validated tools within the quality of life and carer need domains available 

for this population, given the context in Bhutan where all research is still at a very young stage.  

Another issue preventing the use of tools translated into writing ahead of use was that most of 
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the population are illiterate and/or speak only local dialects which do not have a written form. 

Translation of these English tools into participants’ dialects at the bedside by the candidate who 

conducted face-to-face interviews using the questionnaire was the only practical method. Given 

that the candidate is an experienced nurse with training in PC, has studied English since her 

primary education and is fluent in those common dialects of Bhutan, the research team is 

confident that the tools were translated as accurately as possible.  

The other limitation is regarding the qualitative data from patients and family members in Bhutan 

who spoke only in local dialects. The data were collected, translated and transcribed into English 

by the candidate independently. Her PhD supervisors did not know the language to crosscheck. 

Although the research program did not involve investigators who knew Bhutanese language, 

academic colleagues who were fluent in dialects made themselves available as required to review 

words, phrases or longer sections where meaning was unclear. Evidence indicates that there can 

be challenges in reporting or publishing non-English native language data in English because of 

the possibility of losing the meaning during translation.212,213  Often the grammatical structure of 

native languages or language-specific metaphors differ substantially to English language whereby 

translating in English may not capture the accurate meaning.212,214 However, qualitative research 

is considered valid when the meanings of participants’ expression and the meanings as 

interpreted in the findings is as close as possible.215 Given the candidate’s fluency in those 

dialects, her entire education in English medium schools and her rich clinical experience, she is 

confident the interviews are translated as accurately as possible. 

Ethical Consideration 

Ethical approval for this PhD research program was provided by the Human Research Ethics 

Committee at the University of Western Australia (see Appendix 1) and the Research Ethics Board 

of Health in Bhutan (Appendix 2) with Reference numbers, RA/4/20/4990 and 

REBH/Approval/2018/097, respectively. While the overall administrative clearance for the 

fieldwork was provided by the Policy and Planning Division in the Ministry of Health in Bhutan, 

permission to access the patients, their family members, HCPs and the relevant stakeholders was 
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obtained from the administration of each individual study site. Informed consent was taken from 

every participant in the form of signature or thumb print. 

Conclusion 

This chapter discussed the methodological approaches used in this PhD research program. A 

multi-method study design was applied across the two phases of the research program that was 

aimed at developing a suitable PC model for Bhutan where it is an emerging concept. In Phase 1, 

an integrative literature review was conducted to explore suitable models used in lower income 

countries, and the needs assessment for PC in Bhutan was carried out involving patients with 

advanced illness, their family members and HCPs through quantitative and qualitive approaches. 

In Phase 2, a Delphi Consensus Process was performed among relevant stakeholders to develop 

an appropriate framework for PC in Bhutan. While there are several advantages for having used 

the multi-method design, there are also some methodological limitations in this research 

program due to some contextual barriers. 
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CHAPTER 4. INTEGRATIVE LITERATURE REVIEW 

Preamble 

To inform a suitable PC model for Bhutan, an integrative literature review was conducted. The 

objectives of the review were to explore palliative care (PC) models in lower-income countries 

(LICs) utilizing public health strategies and described how social, cultural and spiritual 

components were integrated into the models. The review identified that a number of LICs have 

adopted public health strategies to deliver PC services although some of the LICs did face varied 

challenges in integrating all four strategies successfully. Some of the articles highlighted the 

integration of, or the importance of integrating, socio-cultural and spiritual components in the 

model. However, despite embracing the WHO recommended public health approach to PC, most 

LICs struggled to integrate all four strategies successfully. The manuscript is currently at the press 

for publication in the Indian Journal of PC (Appendix 3), 

https://jpalliativecare.com/content/137/2022/0/1/pdf/IJPC-92-2022.pdf, and is presented 

below.  

Manuscript 1: Socially, culturally and spiritually sensitive public health palliative care models 

in lower-income countries: an integrative literature review  

Tara Devi Laabar,1, 2 * Christobel Saunders,1  Kirsten Auret,3 and Claire E. Johnson1, 4, 5  

1 Medical School, The University of Western Australia, 35 Stirling Highway, Perth, Western 

Australia 6009, Australia. 
2 Department of Nursing, Faculty of Nursing and Public Health, Khesar Gyalpo University of 

Medical Sciences of Bhutan, Thimphu, Bhutan. 
3 Rural Clinical School of Western Australia, The University of Western Australia, Science 

Building M701, 35 Stirling Terrace, Albany, Western Australia 6330, Australia. 
4 Monash Nursing and Midwifery, Monash University, 10 Chancellors Walk, Wellington Road, 

Clayton, Victoria 3800, Australia. 
5Australian Health Services Research Institute (AHSRI), Building 234, Innovation 

Campus, University of Wollongong, NSW 2522, Australia. 

*Corresponding author: Email address: taradevi.laabar@research.uwa.edu.au 
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Abstract 

The demand for palliative care is ever increasing globally. The emergence of COVID-19 pandemic 

has further accelerated the need for palliative care. In lower-income countries, where palliative 

care need is highest, palliative care, the most humane, appropriate and realistic approach to care 

for patients and families affected by life-limiting illness, is minimal or non-existent. Recognizing 

the disparity between high, middle and lower-income countries, the World Health Organization 

has recommended public health strategies for palliative care within the socio-economic, cultural 

and spiritual contexts of individual countries. This review aimed to: i) identify palliative care 

models in lower-income countries utilizing public health strategies; and ii) characterize how 

social, cultural and spiritual components were integrated into these models. 

This is an integrative literature review. Thirty-seven articles were included from a search of four 

electronic databases - Medline, Embase, Global Health and CINAHL. Literature, both empirical 

and theoretical, published in English from January 2000 to May 2021 that mentioned palliative 

care models/services/programs integrating public health strategies in lower-income countries 

were included.  

A number of lower-income countries utilized public health strategies to deliver palliative care. 

One-third of the selected articles highlighted the importance of integrating socio-cultural and 

spiritual components into palliative care. Two main themes - World Health Organization-

recommended public health framework; and socio-cultural and spiritual support in palliative 

care, and five sub-themes - i) suitable policies; ii) availability and accessibility of essential drugs; 

iii) palliative care education for health professionals, policy makers and the public; iv) 

implementation of palliative care at all levels of healthcare; and v) socio-cultural and spiritual 

components, were derived.  

Despite embracing the public health approach, many lower-income countries encountered 

several challenges in integrating all four strategies successfully. 

 
Keywords: palliative care; lower-income countries; public health strategies; social, cultural and 

spiritual; integrative review 
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Background  

The need for palliative care (PC) is increasing globally. Each year, chronic illnesses including 

cancer, organ failure, dementia, HIV/AIDS and drug resistant tuberculosis kill almost 41 million 

people worldwide.216  Lower-income countries (LICs) are worst affected accounting for 85% of 

deaths.14,216 Palliative care, identified as a fundamental human right,9,145,148 aims to improve the 

quality of life (QOL) of patients and families affected by life-limiting illnesses that cause complex 

health related suffering.7 

Palliative Care in Lower-income Countries 

More than 78% of adults and virtually all children (98%) who require PC live in low-and-middle 

income countries.14 While prevention and cure of disease is a priority, most LICs cannot afford 

sophisticated treatment modalities such as chemotherapy, or advanced surgeries.217 Tragically, 

in LICs, diseases are mostly diagnosed at an advanced stage where curative treatment is often 

futile leaving PC the only option.14 There exist huge gaps in PC availability between high and low-

income countries.14 

Recognizing this disparity, the World Health Assembly in 2014 emphasized that PC must be 

integrated into all healthcare settings, in the community and patients’ homes, and that it must 

be the responsibility of all healthcare providers.10 Palliative care does not involve expensive 

treatment and sophisticated technology. Instead it is a humane, realistic and cost-effective 

approach to treat symptoms and improve the QOL of patients and families.14  

Public Health and Palliative Care 

Public health aims to ensure a basic standard of living for every individual and the potential to 

realize his/her right to health and longevity.218 Health promotion relates to maintenance of 

social, psychological and spiritual health even when there is no prospect of cure.218 “Given that 

death is both inevitable and universal, the care of people with life-limiting illness stands equal to 

all other public health issues.”9(p767) The World Health Organization (WHO) has emphasized 

integrating PC into public health since the 1980s.11 However, PC remains a sporadic, albeit 

emerging, theme within the public health paradigm, particularly in LICs.218 In 2018, the Astana 

Declaration included PC as a significant public health component.80 
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For effective integration of PC, the WHO has recommended four key public health strategies: 1) 

framing suitable PC policies; 2) ensuring availability and accessibility to essential PC medicines; 

3) providing PC education to health professionals, policy makers and the public; and 4) 

implementing PC at all levels of healthcare and community.11,82  

Social, Cultural and Spiritual Components in Palliative Care 

Those affected by life-limiting conditions in LICs experience additional suffering related to social 

issues such as loss of income and catastrophic out-of-pocket treatment expenses.163 Further, in 

LICs, cultural beliefs and values significantly affect the experience and QOL of dying persons and 

their family.166 Spirituality plays a vital role in influencing health related decision-making and 

acceptance of a life-threatening diagnosis.219 A public health approach, adapted according to the 

socio-economic, cultural and spiritual context, have enabled adequate provision of PC services 

even in resource constrained countries.14  

Aim of the Review 

This review aimed to i) identify PC models in LICs that utilized the WHO public health strategies; 

and ii) characterize how social, cultural and spiritual components were integrated into these 

models. 

Methods 

An integrative literature review was undertaken where the framework suggested by Whittemore 

and Knafl178 was followed. 

Literature Search Stage 

A comprehensive literature search using Medline, Embase, Global Health and CINAHL, was 

conducted. The search terms included ’palliative care’, OR ‘hospice care’, OR ‘terminal care’, OR 

‘end-of-life care’, OR ‘supportive care’; AND ‘developing countries’, OR ‘low-middle-income 

countries’, OR ‘third world countries’. Articles were also identified through ancestry search for 

grey literature. The target population for the review included adults and children, their families 

and carers affected by life-limiting conditions. 
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Inclusion and Exclusion Criteria  

The inclusion criteria were limited to literature, both empirical and theoretical, published in 

English from January 2000 to May 2021. An article was included if it mentioned PC models, 

services or programs and integrated the WHO public health strategies in LICs with gross national 

income per capita of up to US $4,045 in 2019.181  

Data Extraction and Reporting 

The literature search was conducted by TDL and the review of titles and abstracts was carried out 

by TDL, CJ & KA. TDL reviewed the retained papers. A narrative synthesis183 was undertaken to 

analyze included studies. From each identified article the characteristics of the WHO public 

health strategies to PC (policy, education, drugs and implementation) and social, cultural and 

spiritual components were extracted and tabulated (see Table 1). The data were used to inform 

agreed themes and sub-themes.  

Assessment of Methodological Quality 

The critical appraisal checklists for qualitative research,184 cross sectional studies,185 mixed 

method studies186 and text and opinion articles187 were used.  

Results 

The initial search resulted in 3078 articles. The process of article selection is outlined in the 

Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) flowchart (see 

Figure 8).180 Thirty-seven articles were included. Twenty-eight were narrative descriptions, three 

quantitative studies, one qualitative study, four mixed-method studies and one commentary. The 

selected articles were from Bolivia,220 China,221,222 India,26,160,223-226 Kenya,227,228 Malawi,170,229 

Nepal,230,231 Rwanda,85,87 Tajikistan,232 Tanzania,233,234 Uganda,75,235-239 Vietnam240,241 and 

Zambia.242 Eight articles,83,84,159,163,243-246 described PC services in more than one country. 

Methodological quality of the selected articles ranged from 42.9% - 100%. No paper was excluded 

based on methodological quality because quality was not the objective of the review.  

Fourteen articles specified PC as a fundamental human right.26,83,84,87,159,163,224-227,233,239,240,243 Two 

main themes, 1) WHO recommended public health framework; and 2) socio-cultural and spiritual 
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support in PC were deductively derived and further categorized into five sub-themes: i) suitable 

PC policies; ii) availability and accessibility of essential PC medicines; iii) PC education for health 

professionals, policy makers and the public; iv) implementation of PC at all levels of healthcare; 

and v) socio-cultural and spiritual components. These characteristics are summarized in Table 1.  

Figure 8: PRISMA flow chart showing selection of reviewed articles 
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i. Suitable PC policies  

Not all LICs who adopted the WHO public health strategies had PC policies in place. However, the 

need for policy was prioritized with progress to establish and embed them at national and local 

levels in many LICs.84,163,170,220,222,225,226,228,230,231,234,236-242,244,246  Where policies existed, they were 

either standalone 75,85,87,159,232,233 or embedded within the national strategies for the prevention 

and control of non-communicable diseases (NCDs) or HIV/AIDS programmes227,229 or local 

policies developed by state governments or non-governmental organizations.26,160,224 In some 

African countries, educating political and health leaders was recognized as essential to enable 

policy development.163,246  

Relevant policies facilitating budget allocation for PC for cancer and non-cancer patients, have 

enabled better access to PC drugs in India and Rwanda,85,160,224,226 allowed PC service delivery to 

rural populations in Nepal and Uganda,231,237 ensured access to PC in Tajikistan,232 and 

determined appropriate PC services in primary, secondary and tertiary healthcare in some 

African countries.84,242 Lack of PC policy was one of the main challenges to providing adequate 

PC in several LICs.84,160,221,231,243 However, China and some African countries, despite having 

national PC policies, continued to experience funding and service delivery difficulties.163,221 

ii. Availability and accessibility to essential PC medicines 

Despite embracing public health strategies, many LICs struggled with morphine 

availability,26,75,83,84,87,160,170,222-225,230,233,234,238,239,244,246 or limited access159,233,240-243,245 while 

others had no access to morphine at all.163,221,238,242 In Bolivia, despite availability patients could 

not access opioids due to affordability issues and restricted prescribing.220  

Several articles 163,221,222,226,227,241,242 identified the need to review opioid regulations. Authors in 

Tajikistan and Malawi recognized the need to include morphine in their essential drug list.229,232 

Kenya identified the need for advocacy to governments to procure morphine.227,228 Others 
163,231,233,243 emphasized the need for education and training for health professionals. In Uganda, 

special training for nurses and other clinicians on morphine prescribing increased access to pain 

relief.237 Nepal, and some African countries considered producing morphine within the 

country.159,231,236 Financial and technical assistance from the International Pain Policy Fellowship 
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Program (University of Wisconsin) facilitated access to opioids in Nepal, Rwanda and 

Vietnam.85,231,240  

iii. Palliative Care education to health professionals, policy makers and the public 

Education and training for health professionals, volunteers and the public was emphasized by 

most articles with some authors identifying it as crucial to the WHO strategy’s success.87,222,236,241 

In most LICs, PC training and education involved awareness programs, workshops, seminars and 

conferences.75,84,87,160,170,220-222,224-226,229-231,234,237-240,242,244,245 Many LICs integrated PC into 

undergraduate nursing and medical education,26,221,232,233,238,239,244,245 and in India and some 

African countries PC was included in postgraduate health professional education.26,84,223,244 

Distance education fellowship programs in PC were available in India and Tanzania.226,234  The 

need for well-trained national instructors was identified in Nepal.231  Bolivia and some sub-

Saharan African countries had no PC education for health professionals.220,246 Education and 

training for community volunteers, social workers and spiritual leaders was an important part of 

PC services in several LICs.163,224,225,229,237-239,244 Some LICs also educated patients, families and the 

public.163,224,226,233 Authors in Africa and India reported that PC education and training have 

contributed to improved knowledge and skills among health professionals, changed their 

attitudes towards the care of very ill and dying patients, and helped improve access to PC 

medicines.84,87,226,242  

iv. Implementation of PC at all levels of healthcare 

Palliative care services in the identified LICs were delivered through public hospitals and 

community health centres,83-85,87,170,220,221,224,226-232,234,239,240,242-246 community home-based 

care26,85,160,224,225,233,238,245,246 and hospices.84,222,245,246  In Bolivia, PC teams existed only in cities 

leaving rural populations with little access.220  In Kenya and Uganda, PC was included in some 

private hospitals and faith-based institutions84 and in India and Vietnam, PC was also available in 

cancer and HIV/AIDS centres.223,240 In some African countries, PC was also provided through 

mobile services, such as roadside clinics, to reach patients in remote areas.84,242 Countries 

proposing to establish the public health approach aimed to integrate PC service at all levels of 
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healthcare.75,228,236,237,241 In some African countries , with integration into the healthcare system, 

access to basic PC services improved radically.163,235 

Theme 2: Socio-Cultural and Spiritual Support in PC 

Eleven articles84,85,160,163,170,222,224,229,230,233,241 discussed some form of socio-cultural and spiritual 

support integrated into PC. The emphasis on integrating such care into PC was reported in 

another 11 articles.75,84,87,221,222,224,229,230,236-238  

Socio-cultural and spiritual components. 

In India and some African countries, support included provision of food and financial 

support,160,163,170  rehabilitation services,224 and bedding and educational resources to vulnerable 

children.234 In Kerala, India, PC  included annual grants for living expenses and to support children 

with schooling.225 In Tanzania and Uganda, PC services facilitated chaplain visits and traditional 

healers to address spiritual needs.233,238 In Bolivia, Rwanda and Tanzania, PC services provided 

psychosocial and emotional support.85,220,234 An article from Vietnam241 identified the importance 

of this support. 
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Table 1: Characteristics of the public health palliative care models in lower-income countries  

Author, 
Year & 
Country of 
study 

Aim of the 
study 

Study 
Sample 
& Setting 

Study 
Design & 
Methods 

Characteristics of PH approach/Social, Cultural and spiritual components Methodo
logical 
quality 
(%) 

PC Policy Availability & 
Accessibility of PC 
Drugs 

PC education and 
training 

Implementation 
of PC services 

Social, Cultural 
& Spiritual 
components 

Abidjanova, 
N. 2018, 
Tajikistan  

To discuss WHO 
Public Health 
Palliative Care 
(PC) initiative       

 Narrative  National policy 
available  

Oral morphine 
included in the 
essential drug list 

PC education 
included in nursing 
and medical 
schools, and legal 
professionals 

PC integrated into 
healthcare and 
communities 

 
 
Not mentioned 

100  

Ali, Z. 2016. 
Kenya  

To develop PC 
service delivery, 
training, and 
mentorship in 11 
hospitals 

 Narrative   Integrated PC into 
the National 
Strategy for 
Prevention and 
Control of Non-
communicable 
diseases (NCDs) 
2015-2020 

Advocating to 
Ministry of Health 
(MoH) to procure 
morphine  

Integrated PC 
education in 
undergraduate 
medical and 
nursing curriculum 

11 provincial 
hospitals have 
integrated PC  

 
Not mentioned 

100 

Ali, Z. V. 
2016, Kenya  

To outline the 
development of 
PC in Kenya 
while 
highlighting the 
challenges faced 
in sub-Saharan 
Africa (SSA) 

 Narrative   The Kenya 
Hospice and PC 
Association is 
working with the 
MoH to develop a 
national policy 

Advocating to MoH 
to procure 
morphine for 
hospitals providing 
PC 

PC integrated into 
undergraduate 
medical and 
nursing program. 
Identified the need 
for education and 
training for 
healthcare 
professionals 
(HCPs), policy 
makers and public.   

>42 public 
hospitals have 
integrated PC. 
Identified the 
need to integrate 
PC into the 
community 

 
Not mentioned 

100 

Bhatnagar, 
S. 2019. 
India 

To describe the 
creation of Lien 
Collaborative to 
bring PC to 
Cancer 
Treatment 

 Narrative Emphasized 
government 
support to 
integrate PC into 
the health system   

Morphine available 
in 27 CTCs 

PC is introduced in  
postgraduate 
programs  

PC integrated in 
27 CTCs  

Not mentioned 66.6 
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Centres (CTC) in 
India 

Bollini, P., 
Venkateswa
ran, C. & 
Sureshkuma
r, K. 2004. 
India  

To review the 
development of 
Pain and PC 
Society in 
Kerala, and 
discuss the 
implication of 
this model to 
developing 
countries 

Official 
documen
ts, 
patients, 
families 
and local 
newspap
ers 

Narrative  PC policy 
available in Kerala  

Oral morphine 
available in all PC 
link centres 

Training provided 
to clinicians, 
medical candidates, 
volunteers and 
families. Public 
awareness created 

Outpatient clinics, 
home and 
community PC 
services available 

Social 
rehabilitation 
services, 
financial, 
emotional and 
spiritual support 
provided 

83.3 

Bond, M. J. 
& Knopp, A. 
2018. 
Tanzania 

To describe the 
status of PC in 
the Eastern 
African 
Countries by 
featuring PC 
programme in 
Shirati, Tanzania  

 Narrative 
Case 
Study 

National policy 
available 

Morphine is 
available at Shirati 
KMT Hospital,  

PC included into 
medical and 
nursing curricula in 
Tanzania. PC 
education provided 
to patients and 
families  

26 home based 
PC programs 
available 

Psychosocial 
support 
provided to 
patients; 
chaplains visit 
patients  

83.3 
 

Brown, S. et 
al., 2007. 
Nepal  

To describe the 
development of 
PC program 

 Narrative  National policy 
development in 
progress   

Access to opioids 
have enhanced 

PC education and 
training conducted 
for HCPs 

PC is provided by 
four major 
hospitals through 
inpatient, 
outpatient, and 
home-based 
services 

Culturally 
appropriate 
psychosocial 
support and 
spiritual care 
emphasized  

100 

Downing, J. 
2008. 
Uganda  

To discuss the 
conception of a 
Nankya PC 
model in 
Uganda 

Interview
s, focus 
group, 
observati
on, 
research 
diaries, 
relevant 
documen
t  

Qualitati
ve  Case 
study 

The model 
identified 
advocacy to 
develop national 
PC policy  

The model 
identified the need 
for PC drugs, 
especially 
morphine 

The model explicitly 
emphasized the 
importance of PC 
education and 
training for HCPs 
and public 

Emphasized on 
developing PC in 
the districts 

The model 
aimed to 
promote 
culturally 
appropriate PC 

60 
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Downing, J, 
Powell, R. A. 
& Mwangi-
Powell, F. 
2010. SSA 

To discuss the 
integration of 
home-based 
care (HBC) in 
SSA, its 
challenges and 
responses to the 
challenges 

 

Narrative  Lack of 
recognition on 
the importance of 
PC from the 
ministries of 
health and other 
sectors  

Limited availability 
of PC drugs. The 
HBC services 
facilitated access to 
morphine  

Education/training 
was one of the 
components of HBC 

Community-HBC; 
district-level HBC; 
Hospital-
supported HBC; 
Home visiting; 
Hospice care with 
HBC and 
Outreach HBC 

Counselling/psy
chosocial 
support; 
facilitated 
income 
generating 
activities; and 
provision of 
food 
supplements 

100 

Downing, J. 
2014. 
Uganda and 
Serbia* 

Development of 
PC Services in 
Uganda, Africa 
and Serbia  

 

Commen
tary  

Uganda – 
National PC Policy 
developed  
 

Uganda - Liquid 
morphine available; 
developed a 
national morphine 
production 
programme      
 

Uganda - PC 
training programs 
for specialists; 
Diploma, 
Undergraduate and 
Degree Programs 
and mentorship 
program                                                                

Uganda - PC 
integrated into 50 
public health 
facilities  
 

 
 
 
Not mentioned 

100 

Downing, J. 
et al., 2015. 
Kenya and 
Malawi 

To explore the 
similarities and 
differences, 
barriers, 
challenges, and 
opportunities in 
the existing PC 
models 

Official 
documen
ts, PC 
staff, 
hospital 
officials, 
and local 
stakehol
ders 

Mixed 
method 
study 

Emphasized 
government to 
understand PC 
policy  

PC medications 
available  

Specialist PC 
trained staff at 
tertiary level. 
District model 
trained volunteers 
and home care 
assistants. 
Emphasized the 
need for PC 
education for policy 
makers and those 
delivering PC at 
community level  

PC services 
provided by 
primary, 
secondary and 
tertiary levels of 
healthcare and 
outside the 
health systems 

Social & 
nutritional 
support 
provided across 
all levels of 
care. 
Community 
provided 
bereavement 
counselling and 
use of local 
herbs as 
appropriate 

100 

Downing, J., 
Leng, M. & 
Grant, L. 
2016. 
Uganda 

To describe an 
innovative 
model of nurse 
leadership PC 
training in 
Uganda (Based 
on WHO model  

Narrative  Not mentioned  
 

Not mentioned  Uganda has degree 
courses on PC. PC 
incorporated into 
undergraduate and 
postgraduate 
nursing and 

75% of the 
districts have 
access to basic PC 
services 

 100 
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with emphasis 
on education) 

medical 
programme.  

Grant, Liz. et 
al., 2011. 
Africa 

To review 
progress on PC 
policy, service 
provision and 
training 
initiatives since 
2005; to 
illustrate 
programmes in 
Kenya, Malawi 
and Uganda, 
analyse 
challenges and 
suggest some 
ways ahead  

Narrative PC policies being 
developed 

By 2010, morphine 
was available in 48 
countries. In Kenya, 
only seven out of 
250 public hospitals 
had morphine. 
Total absence of 
morphine stock 
throughout Uganda 

PC incorporated 
into the 
undergraduate 
nursing and 
medical curricula in 
Uganda, South 
Africa, Kenya, 
Malawi, Botswana 
and Zambia. 

In 2010, 
integration of PC 
increased to 28 
and PC providers 
to 87 from five 
and eight 
respectively in 
2004 

Social support 
including food 
and financial 
assistance; 
culturally and 
spiritually 
appropriate 
care provided 

100 

Grant, L. et 
al., 2017. 
Africa  

To describe 
impact of 
integrating PC 
within the 
health systems 
of Kenya, 
Uganda, 
Rwanda and 
Zambia 

12 
hospitals 
-3 each  

Mixed-
method 
study 

All hospitals 
demonstrated 
improved policies 
and professional 
standards on PC 

Morphine 
consumption and 
consistency of 
supply increased in 
all 12 hospitals by 
the end of the 
project 

PC training for HCPs 
and volunteers 
provided across 12 
hospitals. Diploma 
and degree 
programme 
available.  

PC was integrated 
in all 12 hospitals 
at the end of the 
research program 

Not mentioned 100 

Herce, M. E. 
et al., 2014. 
Malawi 

To assess and 
improve the 
Neno PC 
Program (NPCP); 
to report the 
results of 
situation 
analysis and 
early outcome 
of NPCP 

Patients, 
family 
caregiver
s and 
relevant 
stakehol
ders  

Mixed 
method - 
Rapid 
evaluatio
n  

Need to integrate 
PC into national 
policy identified 

Essential PC drugs, 
including 
morphine, available 
for NPCP and all 
district health 
facilities  

PC training 
provided to HCPs. 
Training for 
stakeholders 
identified as 
important 

PC linked with 
home, 
community, and 
health facilities. 

NPCP provides 
psychosocial, 
financial and 
emotional 
support        

100 
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Jagwe, J. & 
Merriman, 
A. 2007. 
Uganda 

To explain the 
development of 
PC in Uganda  

 

Narrative  Draft PC policy 
was incorporated 
into First Health 
Service Strategic 
Plan 2000-2005  

Adequate stock of 
PC medicines 
confirmed 

Emphasized 
integration of PC 
curriculum into 
training 
institutions. 
Training provided 
to volunteers.  

All hospitals and 
health centres IV 
will provide PC 

Culturally 
appropriate PC 
service 
developed  

100 

Judkins, J. et 
al. 2021. 
Bolivia 

To describe the 
current state of 
PC in Bolivia 

 

Quantita
tive 
study 

No national PC 
guidelines/policy  

Morphine 
injectable and 
immediate release 
capsule/tablets 
available. Patients 
have poor 
accessibility due to 
cost and 
obtainability 

No accredited PC 
education or 
training programs. 
Most PC physicians 
have received at 
least some PC 
training. 

16 PC sites with 
19 PC teams 
available. Services 
located in the five 
most populous 
urban centres - 
mostly in 
government 
health centres.  

Psychological 
and social 
support 
provided 

87.5 

Kamonyo, E. 
S. 2018.  
Kenya and 
Uganda 
 

To describe the 
progress on  PC 
in Kenya and 
Uganda and 
how to address 
challenges 

 

Narrative  Kenya –draft PC 
policy developed. 
Uganda - Draft PC 
policy awaiting 
approval from 
MoH 

Kenya – Opioids 
available. Uganda: 
Oral morphine 
available  

Kenya: PC curricula 
integrated into 
undergraduate and 
postgraduate 
medical and 
nursing schools. 
Additional 
programs available 
at Kenya Medical 
training Institute 
and Referral 
Hospital. Uganda: 
PC training 
programs available 
for HCPs, social 
workers, spiritual 
advisors, traditional 
healers and 
volunteers 

Kenya: PC is 
integrated at 
home, hospitals, 
faith-based 
institutions, and 
community-based 
centres. Uganda:  
Hospice Kampala; 
Mobile Hospice 
Mbarara; and 
Little Hospice 
Hoima provides 
homecare, 
outpatient 
consultation, 
hospital visits, 
day care, road 
side clinics. Also 
PC provided by 
Makerere 
University, 
Mulago National 

Kenya: Not 
mentioned. 
Uganda: 
Emphasized 
culturally 
appropriate PC 

100 
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Referral Hospital 
and The Kitovu 
mobile PC service. 

Krakauer, E. 
L. et al., 
2007.  
Vietnam 

To discuss the 
development of 
a PC program 
for HIV/AIDS 
and cancer 
patients  

Patients, 
family 
members
, HCPs, 
program 
manager
s, health 
leaders 
and 
policy 
makers 

Survey 
for Rapid 
Situation
al 
Analysis  

PC guidelines 
developed. The 
need for national 
PC policy 
identified 

The need to 
increase opioid 
availability 
identified 

Education and 
training on PC 
emphasized.  

Recommends 
implementation 
of PC at all levels 
of healthcare 

PC guidelines 
were based on 
local and 
cultural needs  

70 

Krakauer, E. 
L. et al., 
2010.  
Vietnam  

To describe the  
successes and 
challenges of 
launching WHO 
public health PC 
initiative  

 Narrative  National PC 
guidelines 
developed in 
2006 

Morphine 
accessible through 
University of 
Wisconsin. Opioid 
regulations were 
reviewed 

PC short courses 
provided to 
oncologists, HIV 
physicians, and 
general doctors. 
The need for PC 
training curricula 
identified for HCPs 
and social workers 

PC services 
integrated into 
healthcare 
system, cancer 
and HIV/AIDS 
programs 

 
 
Not mentioned 

100 

Krakauer, E. 
L. et al., 
2018.  
Rwanda 

To describe PC 
in Rwanda. 

 Narrative National PC policy 
available since 
2011 

Planned for 
adequate 
accessibility to 
opioids including 
slow release and 
powder morphine 

PC training 
extended to 
hospitals and 
community health 
centres of six 
districts. PC training 
initiated for 
internal medicine 
residents. Doctors, 
nurses and 
pharmacists also 
attended PC 
training in Uganda 
and/or the U.S. 
Identified locally 

Hospital-based PC 
for both adults 
and children 
along with home 
care services 
available in Kigali, 
the capital city. 
Rwanda MoH 
working towards 
enhancing 
nationwide PC 
services  

Support for 
psychological, 
emotional and 
social suffering 
emphasized and 
provided 

100 
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appropriate 
training programs 

Krishnan, A. 
et al., 2018. 
India 

To describe PC 
services 
delivered by 
Trivandrum 
Institute of 
Palliative 
Sciences (TIPS); 
and to provide 
an estimate of 
the economic 
costs of 
delivering this 
care 

Clinical 
case 
records  

Quantita
tive 
study 

PC Policy 
available in  
Kerala 

Limited access to 
morphine in Kerala 

TIPS provides 
training and 
education on PC to 
HCPs from across 
India 

TIPS offers 
inpatient, 
outpatient, and 
home-based PC. 
Provides 
consultation 
services to the 
public hospitals 

TIPS provides 
social, financial 
and spiritual 
support 

42.9 

Livingstone, 
H. 2004. 
Uganda 

To discuss 
challenges in 
accessing 
opioids, 
educating HCPs 
and influencing 
policy makers, 
encountered in 
developing HAU 
and how these 
have been 
addressed 

  Narrative  The MoH 
supported PC 
initiative 

Oral morphine 
available in 56 
districts. Efforts 
made to reach 
those unreached 

PC is part of the 
core curriculum for 
doctors and nurses. 
Short courses 
available for 
clinicians, allied 
health 
professionals,  
volunteers and 
spiritual leaders 

PC provided at 
home and 
communities  

Spiritual leaders 
and traditional 
healers involved 
in PC. Culturally 
appropriate 
home PC 
provided 

100 

Logie, D. E.  
2012. 
Zambia 

To describe and 
evaluate a 
strategic 
advocacy 
programme to 
enhance the 
provision of 
WHO PH 
approach of PC 
in Zambia 

Desk 
surveys, 
facility 
interview
s and 
field 
visits 

Mixed 
method   

PC Association of 
Zambia (PCAZ) is 
developing a 
National PC 
Strategic Plan 
with MoH 

This study 
improved access to 
morphine and 
other drugs over 
the 2-year period. 
Morphine became 
available in Ndola 
 

54 HCPs, tutors and 
candidate nurses 
from the University 
Teaching Hospital 
in Lusaka were 
trained at the 
Cancer Hospital. 
Short courses 
provided to various 
cadres of health 
staff 

This study 
resulted in 
improved PC 
service at Ndola 
Central Hospital 
and its 
community. 
Developed mobile 
PC clinics  

Not mentioned 100 
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Lu, Y., 
Gu, Y. & 
Yu, W. 2018. 
China 

To present on 
the past 
progress and 
future 
challenges on 
Hospice and PC  

 Narrative  Healthcare policy 
supports PC  

PC drugs accessible 
in urban hospitals 
but are limited in 
rural communities 

Various education 
and training on PC 
available 

PC is provided 
across healthcare 
settings 

Culturally 
appropriate PC 
emphasized 

100 

Merriman, 
A. 2002. 
Uganda 

To discuss about 
PC development 
in Uganda 

 Narrative  Working on 
developing PC 
policy with MoH  

Morphine made 
available in 57 
districts  

PC education and 
training available 
for HCPs and non-
health 
professionals, 
village health 
volunteers. PC 
distance learning 
diploma and degree 
program available 

PC is introduced 
throughout the 
health systems  

Not mentioned 100 

Molyneux, 
E. M. et al., 
2013. 
Malawi 

To describe 
about paediatric 
PC in Queen 
Elizabeth 
Central Hospital 

 Narrative  PC is on the 
national health 
agenda and in all 
health curricula 

Oral morphine 
available 

PC training 
available for HCPs 
and volunteers 

PC expanded to 
rural areas. 
Paediatric PC 
developed from a 
single hospital-
based team to a 
national service 

Emphasize 
culturally and 
spiritually 
appropriate PC 

100 

Nanney, E. 
et al., 2010. 
Tanzania  

To describe 
about improving 
PC in rural 
Tanzania 

 Narrative  Tanzanian PC 
Association and 
Care for People 
Living with 
HIV/AIDS in 
Tanzania (CHAT) 
project aimed to 
influence the 
government for 
PC policy  

Access to morphine 
was made possible 
in 13 hospitals  

CHAT provided PC 
short courses to 
HCPs, chaplains, 
and social workers. 
Two nurses 
completed diploma 
in PC in Uganda, 
and five enrolled in 
the Nairobi Hospice 
Distance Diploma 
course 

PC integrated into 
all the 13 
hospitals 
throughout rural 
Tanzania 

Spiritual 
support, 
bereavement 
counselling, 
bedding, 
nutritional 
support, 
psychosocial 
support, 
educational 
resources, are 
provided to 
orphans and 
vulnerable 
children  

83.3 
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Onyeka, T. 
C. et al., 
2013. 
Georgia, 
Nigeria, 
Ethiopia and 
Tanzania 

To describe PC 
practices in 
these countries 

 Narrative  Georgia: PC policy 
exists.  
Nigeria: No PC 
policy existed. 
Ethiopia: Need for 
PC policy 
identified. 
Tanzania: PC 
policy endorsed.   

Georgia: 
Availability of oral 
morphine improved 
over the years. 
Nigeria: Efforts are 
made to procure 
morphine. Ethiopia: 
Limited access to 
opioids. Tanzania: 
Access to morphine 
is limited 

Georgia: PC courses 
are introduced in 
medical 
universities. 
Nigeria: PC 
curriculum included 
at the University 
hospital in Ibadan. 
Short courses 
available. Ethiopia: 
Short courses 
available. Identified 
the need to 
integrate PC into 
medical and 
nursing curriculum. 
Tanzania: PG 
diploma course in 
PC available 

Georgia: PC 
provided as in-
patient, hospice 
and HBC at 
various levels of 
healthcare. 
Nigeria: PC units 
available in six 
tertiary health 
centres. Ethiopia: 
Home-and -
community-based 
PC program 
available. 
Tanzania: PC 
services offered 
by four facilities 
in the country 

Not mentioned 100 

Paudel, B. D. 
et al., 2015. 
Nepal  

To describe 
initial successes 
of developing PC 
in Nepal  

 Narrative  PC policy is being 
developed  

Access to morphine 
improved as Nepal 
started producing 
morphine  

Short courses 
available for HCPs. 
Nepal Association 
of PC with MoH 
conducts PC 
training annually 

PC services 
offered at 
Bhaktpur Cancer 
Hospital, Shechen 
Clinic, B.P. Koirala 
Memorial Cancer 
Hospital and 
Thankot Hospice 

Not mentioned 100 

Rajagopal, 
M. R. 
Gayatri, P. 
2002. India 

To describe the 
status of cancer 
pain relief and 
PC in Kerala. 

 

Narrative  Identified the 
need for PC policy 

Availability of oral 
morphine is limited 
but free 
uninterrupted 
supply of oral 
morphine is 
ensured in all PC 
link centres  

Pain & PC Society 
(PPCS) conducts 
educational 
programs for 
clinicians and 
volunteers 

27 outreach link 
clinics  

Support 
children’s 
education 
through annual 
grant. Provides 
one-time grant 
to restart a 
living  

100 

Rajagopal, 
M. R., 2015 
India  

To describe the 
current status of 
PC in India  

Narrative  National PC 
strategy exists. 
National PC policy 

Access to morphine 
improved 
remarkably in 

Undergraduate and 
postgraduate PC 
courses available 

Kerala had 83 PC 
services against 

Not mentioned 100 
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drafted but not 
yet endorsed. 
Kerala developed 
PC policy in 2008  

Kerala and some 
other states 

for doctors and 
nurses. Education 
provided to 
volunteers 

139 in the whole 
of India (2013) 

Rosa, W. E. 
et al., 2018. 
Rwanda 

To share 
experiences on 
advancing PC in 
Rwanda 

 

Narrative  National PC policy 
available 

Opioids are 
available  

PC education, 
training and 
awareness 
improved. Training 
provided to 
community health 
workers 

PC implemented 
into primary, 
secondary, and 
tertiary 
healthcare 

Culturally 
appropriate PC 
emphasized 

100 

Stjernsward, 
J. 2002. 
Uganda 

To present the 
development of 
Hospice Uganda 
and future PC 
prospects   

Narrative  PC policy 
available 

Morphine was 
made available for 
Hospice Uganda 

Culturally sensitive 
PC training 
programs available 

PC to be 
extended 
throughout the 
country 

Socio-economic 
and culturally 
specific PC 
approaches 
prioritized 

100 

Vallath, N. 
et al., 2020. 
India 

To describe 
activation of  PC 
services in 
Assam India 

 

Narrative Government 
decision makers 
were engaged 
and activated 
supportive PC 
policies 

The Narcotic Drugs 
and Psychotropic 
Substances Act 
amended. Annual 
morphine 
consumption 
increased from 3.72 
kgs to 6.8 kgs and 
authorized the 
office of the State 
Drug Controller to 
enhance the stock 
and dispense the 
opioid analgesics  

Sensitization 
programs and 
trainings were 
provided to HCPs. 3 
doctors and 12 
nurses were trained 
during the project 
period. 26 
professionals 
completed 
certificate course. 6 
PC services can 
now conduct 
foundation courses. 
108 frontline 
workers trained to 
screen for PC needs 
and provide basic 
services. 
Community 
awareness 
conducted 

Provision of daily 
PC services 
increased from 2 
to 8 major 
institutions. PC 
services aimed to 
expand across all 
clinical settings 
including home-
based care 

Not mentioned 100 



61 
 

Van der 
Plas, W. Y., 
Benjamens, 
S. & Kruijff, 
S. 2020. 
Sub-saharan 
Africa 

To describe the 
importance of 
PC in LMICs and 
how it is 
currently still 
underdeveloped 

 

Narrative Kenya, Rwanda & 
Uganda: Policy 
exist.  
Ethiopia, Malawi, 
Nigeria & 
Senegal: Policy 
NA 

Ethiopia & Senegal: 
Limited access to 
morphine.  
Kenya:  Centralized 
morphine 
production. Nigeria 
& Rwanda: 
Government 
controlled 
distribution. 
Uganda: free 
morphine 
distribution. 
Malawi: lack drug 
availability. 

Kenya, Nigeria, 
Rwanda, Uganda: 
PC education 
available. Ethiopia 
& Senegal: No 
specific PC 
education.  

Ethiopia: Two 
regional NGOs as 
PC institutions. 
Kenya: PC units, 
local hospice & PC 
in government 
hospitals. 
Malawi: Locally 
organized PC 
teams. Nigeria: 
PC in all tertiary 
health centres. 
Rwanda: PC in 
district hospitals, 
HBPC. Senegal: 
No put-patient 
PC. Uganda: Local 
& regional PC 
teams 

Not mentioned  100 

Wang, X. S. 
et al., 2002. 
China 

To describe the 
development of 
PC  

 

Narrative  PC policy 
identified as a 
crucial need 

Opioids were 
available 

PC education and 
training available to 
some HCPs. PC 
education highly 
prioritized. 
Emphasized 
education for 
patients  

‘Ning Yang’ Care 
Model set up 20 
Hospices around 
China 

Emphasized 
culturally and 
spiritually 
appropriate PC 

100 

*Serbia is a middle-income country 
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Discussion   

Palliative care remains a huge unmet public health need in most LICs.11 It is very limited in Sub-

Saharan African countries, many Latin American countries and South-east Asia region.24,25,220,246   

Today, PC is an essential component of Universal Health Coverage.149   

This review found that many LICs utilized the WHO recommended public health strategies for PC 

while others have highlighted the importance of integrating, socio-cultural and spiritual 

components into PC. This is consistent with available evidence that a public health approach 

customized to the socio-cultural and spiritual context enables effective provision of PC services 

even in resource-constrained countries.14,170  

To achieve its required impact, PC must be supported by national policies.10,83 Despite embracing 

the public health approach, most LICs included in the review did not have PC policies in place. An 

important impediment was governments not prioritizing the need for PC. For instance, despite 

the 2009 Cape Town Declaration committing to developing WHO recommended public health 

strategies, some Sub-Saharan African countries failed to recognize the importance of PC.159 

Political resolve is crucial to achieving adequate PC provision. Where available, PC policies have 

improved funding, ensured better access to medicines, enhanced education and training 

opportunities and made PC services accessible through all levels of healthcare and 

community.84,231,232,237,242  Moreover, PC policies support home-based care increasing the 

opportunity for home deaths and support family caregivers thus reducing hospital admissions 

and costs.10,11  

Availability of opioids, particularly morphine, is an indicator of a country’s capability to provide 

adequate PC.12,247 The majority of the world’s opioids are utilized by high-income countries.12  

Only 1% of the 388 tons of morphine manufactured worldwide is consumed by LICs.248 Although 

an affordable PC Essential Package is available,12 this review found most LICs struggled to make 

opioids available. Where morphine is available, it is usually sustained-release and not immediate-

release formulations.12 Knaul and colleagues, in their Lancet Commission Report,12 made 

‘emphatic recommendations’ to make immediate release morphine available in both oral and 

injectable formulations. Further, opioids should be available in communities, rather than only at 
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cancer centres, big hospitals or city pharmacies.82 Regulatory hurdles, cost and lack of education 

and training hampered availability and accessibility to opioids in most LICs.12 Government’s role 

is thus identified as significant in addressing shortage of opioids. 

Education and training is a pillar of public health.82 Although some LICs totally lacked PC 

education, most had some opportunities, however many health professionals still lacked 

adequate knowledge and skills in pain relief and PC.  Given that PC extends beyond symptom 

management, a PC curriculum must be unique to a country’s socio-economic realities and 

cultural and spiritual context.82 Palliative care education should be available through 

undergraduate medical and nursing education and as part of in-service training for health 

professionals, social workers and spiritual caregivers involved with patients with life-limiting 

illnesses.249 Specialist PC training should also be available for professionals at the community 

level so that quality services enable patients to stay at home.83 Media and public advocacy, and 

family caregiver training are important avenues to create awareness, increase knowledge and 

change attitudes among policy makers, drug regulators, traditional healers, patients and 

families.82 

For public health strategies to be effective, PC should be implemented at all levels of healthcare 

and community.82,249 This review found that PC services in most LICs were available variably in 

hospitals, hospices, cancer and HIV/AIDS centres, faith-based institutions and communities 

including mobile services such as road side clinics and as home-based care. However, in some 

LICs, PC is available only in urban areas220,221 or not available at all.250 A narrative review exploring 

PC models in Sub-Saharan Africa251 recognized an urgent need for a public health approach to 

ensure equitable access.  Identifying leaders, developing champions and integrating PC into 

community and across NCD programs is the most cost-effective and sustainable approach.76,163  

Socio-cultural and spiritual support is fundamental to PC, more so in countries where medical 

resources are scarce but socio-cultural systems are strong.77 Given the extent of poverty and 

fragile health systems in most LICs, PC cannot be effective without considering basic necessities 

such as food, clothing, shelter and financial assistance in addition to medical and nursing care. In 

India, for example, PC also had to ensure essential services such as clean drinking water, 

sanitation and primary education.252 In Pakistan, where PC was virtually non-existent, strong 
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family-based culture and religious beliefs helped ensure psychosocial and spiritual support, 

however, the need for PC along with realistic opioid policies was identified to ensure a peaceful 

death.250 Respecting the socio-cultural and spiritual needs during end-of-life and bereavement is 

emphasized in several LICs.229,238,250,253,254  

Limitation 

This review has included articles that discussed WHO recommended public health strategies to 

PC irrespective of the methodological quality. The findings are based on the limited articles that 

resulted from the search strategy used. A more comprehensive search strategy such as using wild 

cards and names of LICs may have resulted in more articles. 

Conclusion 

The WHO has recommended sustainable and cost-effective public health strategies to develop 

PC which is particularly realistic for LICs. It further recommends that the public health approach 

be customized to the socio-cultural and spiritual context of individual countries. This review 

found that despite utilizing the public health approach, many LICs encountered challenges in 

integrating all four strategies successfully. A significant barrier, among others, included lack of 

awareness among policy makers and government leaders resulting in inadequate policies limiting 

access to essential PC drugs, inadequate PC education and training, and inadequate 

implementation of PC. This review could inform a suitable PC model for many LICs. 
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CHAPTER 5: NEED FOR PALLIATIVE CARE IN BHUTAN: THE CONSUMERS’ 
PERSPECTIVE 

Introduction 

The term ‘need’ is understood differently across various research disciplines.255 According to 

Maslow’s hierarchy of needs, human needs range from basic physiological needs (food, water, 

air, warmth, rest) to safety needs (emotional security, financial security, social stability, property, 

health and wellbeing), need for love and belonging (interpersonal relationships, sense of 

connection), esteem needs (self-worth, respect and recognition) and self-actualization needs 

(achieving one’s full potential).256  Healthcare needs, defined as ‘the ability to benefit from 

healthcare’257 are identified in two levels - individual healthcare needs and community/ 

population healthcare needs.255  

In the early 1970s, Bradshaw classified social needs into four broad categories: i) normative needs 

– needs identified or perceived by experts or professionals by comparing the desired need with 

the standard that actually exists; ii) felt needs – needs perceived by individuals which is often 

equated with ‘want’ and is, therefore, not an adequate measure of the actual need; iii) expressed 

needs - needs perceived by individuals leading to demand for the need; and iv) comparative needs 

– needs assessed for different populations and regions, identifying the gaps between the 

existence of certain services in one area and other services in another area.258  

As per the World Health Organization (WHO), needs assessment is a collection and analysis of 

information related to the needs of certain populations with the aim to determine gaps between 

an agreed standard and the current situation.259 Health needs assessment is today regarded as 

an evidence based approach for planning and tailoring health services.255 While the purpose of 

needs assessment can be specific to an individual area of interest, in general, needs assessment 

can identify who is in need of the service, when and where it is needed and what the individual 

and populations’ needs are.259,260 Essentially, assessing needs should help understand how the 

planned service can benefit the community.260,261  
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Needs Assessment for Palliative Care 

In 2014, almost 40 million people in the world were in need of palliative care (PC) and 20 million 

in need of end of life (EOL) care.3 However, only about three million had access to it—which 

means almost 18 million people died with potentially avoidable pain and suffering.13 In 2020, it 

was further estimated that around 56.8 million people, including children, in the world 

experienced unnecessary serious health-related suffering (SHS) that could have been addressed 

and treated by PC.14 

Each year, chronic diseases contribute to almost 41 million deaths, causing seven of every ten 

deaths globally.216 Nearly 77% of global deaths due to chronic disease are in low and middle 

income countries (LMICs).216 Most patients with chronic illness, particularly in LMICs, die in 

extreme distress.167 While the availability and accessibility of adequate pain relief is, at best, 

minimal and, at worst, not available in most LMICs, other SHS related to psychological, social, 

emotional and spiritual distress in the patient and his/her family often goes unrecognized and 

thereby unaddressed.12,14 Despite continuous efforts internationally, PC remains a low priority, 

especially in the developing world.12,14,81,262,263 Evidence indicates that, while the principles of PC 

remains universal, the approach to its provision has to be customized to the individual country’s 

socio-cultural and spiritual contexts.14,82  

Maslow, having recognized the human needs, argued that ideally it is crucial to meet the lower-

level (basic) needs first in order to meet the higher-level needs.264,265 However, for terminally ill 

patients and their loved ones, their needs are often unique and complex requiring a holistic 

approach to address them.14,104 Recently, Afolabi and colleagues, in their systematic review on 

identifying PC needs in Africa,266 reported that patients and families had context-specific 

multidimensional needs. They included physical needs – pain and other symptom relief and 

support for functional limitations; nutritional support; and need for reproductive health (how to 

conceive, give birth, breastfeed and raise children even when fighting a terminal illness); sexual 

needs; information needs; psychological and emotional needs; social needs (relationship, 

financial and other practical needs) and religious/cultural and spiritual - specific needs.266 The 

review identified that health literacy was crucial for people with serious illness in Africa.266 

Palliative care aims to provide patient-and-family-centred care and education is essential to meet 
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their individual needs. The WHO emphasizes that addressing SHS involves identifying issues 

beyond physical symptoms.148 In resource constrained countries particularly, PC needs should 

also include food, clothing, shelter and financial support as well as culturally and spiritually 

appropriate approaches of care.163,164,166,168,219,266-268 Evidence indicates that needs assessed 

deliberately among patients with life-limiting illness and their families results in important 

information required to plan PC interventions that are appropriate to the local 

population.261,266,269,270  

Assessment of Need for Palliative Care in Bhutan 

The number of cancer and other chronic illnesses has been increasing in the country.44,271,272 

Moreover, Bhutan is known for utilizing a unique philosophy of Gross National Happiness (GNH) 

as a measure of its development which emphasizes the complete wellbeing of every Bhutanese 

and not merely the economic gains.35 However, the need for PC was relatively not recognized 

until recently. While there are several contributing factors to it, one of the main reasons could 

be that research is still in an infant stage in Bhutan and that evidence on such need for PC were 

limited. Nevertheless, as the nation continues to explore avenues to improve the overall 

wellbeing of its people, the concept of PC and its need is increasingly embraced by many in the 

country as explained in Chapter 1.  

This PhD program of research is the first attempt to explore and understand the need for PC and, 

subsequently, develop an appropriate framework for PC that is applicable for this tiny Himalayan 

Kingdom. In Phase 1, the research program partly involved fieldwork, where the PhD candidate 

travelled across the country from May to August in 2019 recruiting patients, families and 

healthcare professionals (HCPs) at all levels of healthcare and the communities around those 

facilities. In this chapter, the voices of those patients and families indicating the need for suitable 

PC are presented. The perspectives of HCPs are presented in Chapter 6. 

Need for Palliative Care among Bhutanese Patients and Families 

The need for PC among Bhutanese patients diagnosed with advanced illnesses and their family 

members has been explored and identified. Quantitative and qualitative data were collected 

through surveys and in-depth interviews, respectively. The analysis of the surveys resulted in two 
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manuscripts, one informing the need for PC among patients with advanced illnesses and the 

other informing support needs for family members caring for those patients. The details of each 

manuscript are presented below. Also in this thesis, some of the interview transcripts of patients 

and families are presented in the form of narratives sharing their lived experiences living with an 

advanced illness and the need for suitable PC. 

Manuscript 2: Palliative Care Needs among Patients with Advanced Illnesses in Bhutan.  

Preamble 

This cross-sectional descriptive study was aimed at assessing the need for PC among Bhutanese 

patients diagnosed with advanced illness. A structured questionnaire, which included the 

European Organization for Research and Treatment of Cancer Quality of Life Questionnaire 

(EORTC QLQ-C30), was used as explained in Chapter 3.  

Patients were recruited through purposeful and snowball sampling strategies from Bhutanese 

hospitals, primary health centres and communities across the country. Seventy patients out of 

93 identified (76%) participated in the survey. The survey findings reported a low to moderate 

level of need for physical, role, emotional, cognitive and social functioning and moderate to high 

levels of need for management of symptoms including fatigue, pain, insomnia and loss of 

appetite and high levels of need for financial support. However, one of the limitations of this 

study was having used only one tool (EORTC QLQ-C30) which resulted in a limited understanding 

of other important needs such as information, spiritual and sexual needs of the patients. Future 

studies should, therefore, consider other tools to explore additional needs among Bhutanese 

patients with advanced illness. Nevertheless, this study strongly indicated a need for health 

services which could address the broad needs of people dying in Bhutan, such as PC. The 

manuscript is presented below and the cover page of the published article, https://rdcu.be/cdkln, 

is included as Appendix 4. 
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Abstract  

Background: Palliative care improves the quality of lives of patients and families affected by 

advanced illnesses through the prevention and relief of suffering. While palliative care is well 

established in developed countries, it is inadequate or non-existent in most developing countries. 

Palliative care is an emerging concept in Bhutan, a tiny Himalayan Kingdom. A small community 

palliative care service is available in the national referral hospital with three dedicated inpatient 

palliative care beds. This study explored the needs for palliative care among patients diagnosed 

with advanced illnesses and is a component of a larger project aimed to inform a suitable 

palliative care model for the country.  

Methods: This is a cross-sectional descriptive study. A survey, using a structured questionnaire 

including the EORTC QLQ-C30, was carried out among patients with advanced illness in hospitals, 
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primary care units and communities across the country. Purposeful and snowball sampling 

strategies were used to recruit study participants.  

Results: Seventy (76%), out of 93 eligible patients, agreed to participate in the survey. 

Participants reported low to moderate scores on physical, role, emotional, cognitive and social 

functioning, a moderate score for the global health/ quality of life scale and moderately high 

(worse) scores in symptoms including fatigue, pain, insomnia, loss of appetite and the financial 

impact from the disease.  

Conclusions: The symptom burden experienced by patients affected by advanced illnesses 

demonstrates the need for palliative care in Bhutan. These findings will help inform the 

development of a public health-focused palliative care model, modified to the Bhutanese 

context, as recommended by the World Health Organization. 

Keywords: Bhutan; palliative care; advanced illnesses; public health strategy; symptoms; 

function; cancer; non-malignant. 

Background 

Advanced illnesses such as cancer and other non-malignant conditions can cause overwhelming 

suffering in patients and families demanding not only medical expertise but also support for the 

psychological, social, emotional, and spiritual distress throughout the disease trajectory.3 

Palliative care (PC), identified as a fundamental human right,8,9,145 is an approach to care that 

improves the quality of life of patients and families through the prevention and relief of 

suffering.132 Provided across health care settings, PC is patient- and family-focused, based on 

ethical principles, shared decision making, advanced care planning and excellent symptom 

management.121 As a multidisciplinary approach, PC can be initiated at the diagnosis of a life-

threatening disease along with the therapeutic management, continued throughout the disease 

trajectory until end-of-life and extended to grief and bereavement support of family members.95 

In response to continuous efforts by the World Health Organization (WHO) and other 

international organizations to ensure universal access,13,15 PC services are mostly well established 

in developed countries.3,12 However, out of 56 million annual global deaths, almost 40 million 



71 
 

happen in developing countries,16 and more than 33 million of those could benefit from PC.273 In 

2014, it was estimated that 78% of adults and 98% of children requiring PC were in low and 

middle-income-countries (LMIC).3 It is predicted that by 2060, 48 million people will die annually 

while experiencing serious health-related suffering and 83% of these deaths will occur in 

LMICs.262 In 2014, the World Health Assembly declared that PC is an ethical responsibility of 

health systems and an ethical duty of all health care providers.10 Tragically, PC still remains very 

minimal or non-existent in most developing countries.3,12,17,18,76 The WHO, having identified 

several barriers in the provision of PC in developing countries, recognized PC as a public health 

priority and recommended four key strategies; (1) appropriate policies, (2) adequate availability 

of medications (including opioids), (3) education of health care workers and the public, and (4) 

implementation of PC services at all levels of health care.11,82 

Bhutan, a tiny Himalayan Kingdom, a size similar to that of Switzerland, with a population of 

771,608,29 is landlocked between two giant nations of the world, China and India.  Popularly 

known to the world for its concept of Gross National Happiness, Bhutan has made steady 

progress in modernization and poverty reduction since the early 1960s. Its annual per capita 

income stands at US$ 3438.16,29 and the United Nations has recommended its eligibility to 

graduate to a middle income country by 2021.274 

Healthcare in Bhutan is provided through a three-tiered system where the Basic Health Unit 

(BHU) functions at the primary level, district hospitals at the secondary level and the regional and 

national referral hospitals at the tertiary level. The integration of traditional medicine with the 

national health system is unique to Bhutan.50 Having advanced both economically and socially, 

the disease patterns have altered significantly over the years. While vaccine-preventable diseases 

like polio are almost eradicated, infectious diseases such as HIV, dengue fever and Multi-Drug 

Resistant Tuberculosis (MDR-TB) are still on the rise.48 Life expectancy has doubled from 35 in 

the 1960s to 70 in 2015271 and the incidence of non-communicable diseases like heart, lung, liver 

and kidney diseases and cancer are increasing.272 Cancer is often diagnosed at an advanced stage 

in Bhutan.66 

Despite the growing number of people dying with conditions that are likely to benefit from PC, 

its development remains at a nascent stage in Bhutan. In 2018, a home-based PC group, 
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consisting of a few nurses and doctors who received PC training in India, was initiated at the 

Jigme Dorji Wangchuck National Referral Hospital (JDWNRH) primarily for pain management for 

cancer patients. In addition, three beds were allocated for PC in the oncology ward in JDWNRH.66 

However, the needs for PC among patients with advanced illnesses have not been studied. This 

paper is a component of a larger study aimed to inform the development of a suitable PC model, 

socially, culturally and spiritually applicable, for Bhutan. The objective of this paper is to explore 

PC needs among patients with advanced illness. 

Methods 

Study design and setting 

This study is a cross-sectional descriptive study using structured patient interviews. Data 

collection was scheduled for May to July 2019 in an attempt to avoid the usual monsoon season 

in Bhutan, which routinely disrupts travelling through the mountainous areas. Study sites 

included the JDWNRH, two regional referral hospitals, district hospitals and Basic Health Units 

(BHUs), both Grade I and Grade II, spread across Bhutan as indicated in Figure 9. Basic Health 

Unit Grade I is a 10-bed community hospital equipped with basic diagnostic facilities managed by 

one or two general doctors along with a few nurses and allied health workers. Basic Health Unit 

Grade II is a primary health care centre managed by health assistants.  

Study population and sampling 

Patients with advanced illness, defined in this study as having little chance of cure (e.g. cancer, 

heart, lung, kidney, liver failure, motor neuron disease, Parkinson’s disease, Huntington’s 

disease, Alzheimer’s disease/dementia, and HIV/ AIDS), and those at the end-of-life, in their last 

weeks/days of life - literally dying irrespective of the diagnosis, were included. The doctors, 

nurses and allied health care workers (particularly physiotherapists) helped in identifying the 

patients. We also recruited a patient with gangrenous perineal wound which was likely to be 

ultimately incurable. Purposeful sampling, guided by diagnosis, end-of-life status, and willingness 

to participate, was used to recruit patients in the hospital. In the communities, using a snowball 

sampling strategy, patients nominated by clinicians were approached at their homes. Participants 

were excluded if they were <18 years, diagnosed with acute illness, unconscious, semiconscious 
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or delirious who could not give consent and those who were unwilling to participate. The final 

study size was determined pragmatically, in consideration of the eligible/willing participants and 

the duration of field work. 

Figure 9. Map of Bhutan showing the study sites marked within the boxes. (Used with 
permission from the Policy & Planning Division, Ministry of Health, Bhutan). 

 

Survey instrument 

Data were collected using structured interviews to complete a questionnaire which included 

questions about socio-demographic characteristics, the clinical information of the patients and 

the European Organization for Research and Treatment of Cancer (EORTC) quality of life 

questionnaire (EORTC QLQ-C30). The latter is an integrated, 30-item questionnaire, to assess the 

health related quality of life (QOL) of cancer patients participating in both clinical trials as well as 

non-trial studies for which reliability and validity have already been established.188 A complete 

set of questionnaire is included as Appendix 5. 
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The EORTC QLQ-C30, used to determine the physical, psychological, social functioning and overall 

quality of life of patients, includes five functional scales (physical, role, emotional, cognitive, and 

social functions), three symptom scales (fatigue, nausea and vomiting, and pain), and a two-item 

global health and quality-of-life scale. The remaining six single items assess additional symptoms 

including dyspnea, appetite loss, sleep disturbance, constipation, and diarrhea, as well as the 

perceived financial impact of the disease and treatment. For the functional scales and global 

health status/QOL, the scores range from 0 to 100, with a higher score representing a higher level 

of functioning and QOL. The symptom scale scores also range from 0 to 100, however, higher 

scores represent a greater degree of symptoms or problems.  

Although the EORTC QLQ-30 was specifically developed for cancer patients,188,275 past studies189 

have used it to compare the QOL between cancer and non-cancer patients. Given the 

complexities of low literacy levels and prevalence of non-written dialects and, moreover, not 

every patient could read, write or speak the national language, translating the EORTC QLQ-C30 

to Dzongkha, the national language, was not feasible. Thus, the EORTC QLQ-C30, English version, 

was considered to be the most appropriate tool for the study. The required consent to use this 

tool was obtained from the EORTC. A pilot test, conducted with four patients at JDWNRH, the 

two regional referral hospitals and Trashigang district hospital, found that the survey did not 

require changes as there were no issues regarding clarity and sensitivity of the questions.  

Data collection 

Field notes were maintained to record any difficulties during data collection to allow TDL 

reflective consideration or potential bias during interpretation. To ensure that all potential 

participants were supported to be involved, generous time was set aside so that each patient 

was comfortable. Patients who could read and write English completed the survey questionnaire 

by themselves, if they wished. For the majority who could not read and write, TDL, who is fluent 

in all the main dialects used in Bhutan, was available to translate all information and the 

questionnaire at the bedside and completed the questionnaire in English on the participants’ 

behalf. 
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Data analyses 

Statistical analyses were conducted using the Statistical Analysis System (SAS) software, version 

9.4.197 Firstly, descriptive statistics were calculated; means and standard deviation (SD) for 

interval data, and frequency and percentage for categorical data. There was no missing data. An 

independent sample T-test was conducted to compare the EORTC QLQ-30 scores between cancer 

and non-cancer patients. Statistical significance level was set at alpha 0.05. The graphical 

illustrations were generated using Microsoft Excel, version 16.0. 

Ethical Consideration 

Ethical approval was provided by the Human Research Ethics Committee at the University of 

Western Australia and the Research Ethics Board of Health in Bhutan with Reference numbers, 

RA/4/20/4990 and REBH/Approval/2018/097, respectively. While the overall administrative 

clearance for the study was provided by the Policy and Planning Division in the Ministry of Health 

in Bhutan, permission to access the patients was obtained from the administration of the 

individual study site. Informed consent was taken from every participant in the form of signature 

or thumb print.  

Results 

Field notes 

Data collection was hampered by several unforeseen difficulties including a severe cyclone195 

which made travelling from one study site to another impossible, and a tragic accident196 

involving a public bus hit by a landslide, resulted in a government caution against public travel. 

Recruitment was slower than expected because a large number of potential participants were 

too ill, in pain or in distress to be approached. Most of the patients were illiterate, however, even 

many of those who could read and write preferred the researcher to read and explain the 

participant information form and felt most comfortable to fill the questionnaire along with the 

researcher. Only nine patients filled the questionnaire independently. None of the patients 

became distressed requiring assistance while completing the survey. 
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Participants 

Out of 93 eligible patients identified, 70 (76%) agreed to participate. Ten (14%) patients were 

recruited from the community and the remainder (60, 86%) from hospitals. Among the 23 

patients who did not participate, 9 (39%) were too ill or in too much pain and distress and 8 (35%) 

were not able to provide consent due to being unconscious, semi-conscious, delirious or with 

hearing and speaking disability. Four (17%) patients were not allowed to participate by their 

family members who feared that their loved ones would be aware of the serious prognosis of the 

illness. The remaining 2 (9%) who declined to participate did not provide a specific reason. Eighty 

seven percent of the patients had to be guided through the questionnaire. 

Sociodemographic characteristics  

Participating patients’ ages ranged from 18 - 85 years (mean 46.1, SD 15.5). The majority were 

married (53, 76%) and had at least 1 child (57, 81%). Among those who had more than 1 child, 

the eldest child’s age ranged from 6 - 69 years, (mean 25.6, SD 13.2) and the youngest child’s age 

from 1 - 47 years, (mean 16.8, SD 10.3). The sociodemographic characteristics are presented in 

Table 2. 

Clinical information of the patients 

Sixty-two (89%) patients knew their diagnosis and the remaining eight (11%) wished to know. A 

large minority of the patients (n=29, 42%) were diagnosed with advanced cancer and the rest 

had a range of advanced non-malignant conditions (Figure 10).  The majority of the patients, 

(n=46, 66%) reported that they were admitted to the hospital for 1 to 3 times, 16% for 4 to 6 

times, and 10% for more than 7 times since diagnosis. For 41 (59%) patients, the longest 

admission to hospital lasted more than 2 weeks. 
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Table 2: Sociodemographic characteristics of patients 

                                Patients (n=70) 
  n %  n % 
Gender   Education level   
       Female 39 55.7        Never been to school 29 41.4 
       Male 31 44.3        Higher secondary 10 14.3 
Marital status          Primary   9 12.9 
       Married 53 75.7        Bachelors & above   8 11.4 
   Never married   9 12.9        Middle Secondary   6   8.6 
       Widowed   4   5.7        Monastic/religious   5   7.1 
       Divorced   3   4.3        Non-formal 

education 
  3   4.3 

       Separated   1   1.4 Occupation   
Have Children          Housewife 24  34.3 
       Yes 57 81.4        Private/Corporate  15  21.4 
       No 13 18.6        Civil servant   8  11.4 
How many children 
(n=57) 

         Self-employed   4    5.7 

      1 – 3 39 68.4        Farmer   3    4.3 
      4 – 6 16 28.1        Othersᵇ 16  22.9 
      7 – 9   2   3.5    
Spoken language      
       Sharchopkha 28 40.0    
       Dzongkha 24  34.3    
       Lhotshamkha 12 17.1    
       Othersᵃ   6   8.6    

ᵃBumthapkha, Khengkha, Kurtoepkha; ᵇMonk, nun, candidate, ex-army, ex-civil servant, not employed, security guard, NGO 
employee  

Descriptive Statistics for Patients using EORTC-QLQ-30 

The functional scales demonstrated low to moderate levels of functioning, with scores ranging 

from 32.1 for Role to 57.6 for the Cognitive Scale. The symptom scales including the single item 

symptoms ranged from low (good) with diarrhoea (20.0) through to moderate problems (fatigue 

61.6) and a severe (worse) problem related to the financial impact of the illness (74.3). The mean 

score for the global health/QOL scale was 47.4. There were no differences in EORTC symptom or 
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functioning subscales between cancer and non-cancer patients (p=<0.05) except for constipation 

(p<0.001). The results of the EORTC subscales are shown in Table 3.  

Figure 10. Diagnosis of the patients (n=70) 

 

CKD: Chronic Kidney Disease; MDR-TB: Multidrug Resistant Tuberculosis; HIV: Human Immunodeficiency Virus; 
ALD: Alcoholic Liver Disease; COPD: Chronic Obstructive Pulmonary Disease; SLE: Systemic lupus erythematosus 

Discussion 

A better understanding of the factors influencing the QOL among patients with advanced illness 

can facilitate policy development, particularly in resource constrained countries.276 Herrera and 

colleagues133 remind us that PC provision should not be determined by the patient’s geographical 

location, his/ her disease, or ability to pay, but on needs alone. Other studies269,270 further 

support the contention that needs assessed deliberately among patients provides useful 

information to plan programmes and interventions that meet the explicit requirements of a local 

population. The findings of this study, although a relatively small sample, when combined with 
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the findings from the other concurrent studies among family members and health care 

professionals, are fundamental to informing the development of PC services in Bhutan.   

Forty two percent of the patients in the study had advanced cancer. Cancer in Bhutan has 

increased from 923 new cases in 2013 to 1,824 in 2017. Cancer is identified as a major threat to 

public health in the developing countries.277 The remaining 58% were diagnosed with advanced, 

non-malignant diseases including both communicable and chronic diseases. In 2017, along with 

144 cancer deaths, 212 deaths related to heart disease, 166 to alcoholic liver disease and 39 to 

chronic kidney disease were reported.272 Substantial numbers of chronic patients also die at 

home without a cause of death being reported. 

Table 3. The EORTC QLQ-C30 mean scores and comparison between cancer and non-cancer 
patients 

 Itemᵃ Cancer patients Non-cancer 
patients 

Combined 
patients 

p-Value 
(<0.05) 

Mean 
Score 

(SD) Mean 
Score 

(SD) Mean 
Score 

(SD) 

Functioning scalesᵇ         
    Physical 15-19 39.1 (31.4) 43.6 (34.6) 41.7 (33.1) 0.573 

    Role 20,21 31.6 (39.9) 32.5 (39.4) 32.1 (39.4) 0.925 

    Emotional 35-38 39.9 (38.0) 39.2 (37.6) 39.5 (37.5) 0.938 

    Cognitive 34,39 58.6 (27.7) 56.9 (27.4) 57.6 (27.3) 0.799 

    Social 40,41 43.7 (38.7) 33.7 (36.6) 37.9 (37.5) 0.283 

Global health/ QOL scaleᵇ 43,44 48.6 (21.4) 46.5 (26.2) 47.4 (24.1) 0.724 

Symptom scales and/or itemsᶜ         

    Fatigue 24,26,32 59.4 (34.8) 63.1 (29.8) 61.6 (31.7) 0.639 

    Nausea and vomiting 28,29 19.5 (30.6) 26.8 (33.5) 23.8 (32.3) 0.349 

    Pain 23,33 55.2 (35.7) 39.8 (37.2) 46.2 (37.1) 0.087 

    Dyspnea 22 25.3 (34.1) 34.1 (37.6) 30.5 (36.2) 0.309 

    Insomnia 25 43.7 (39.9) 36.6 (37.1) 39.5 (38.2) 0.454 

    Appetite loss 27 41.4 (38.5) 43.9 (35.3) 42.9 (36.4) 0.781 

    Constipation 30 50.6 (34.1) 17.1 (27.0) 31.0 (34.2) <0.001 

    Diarrhea 31 20.7 (28.7) 19.5 (29.8) 20.0 (29.2) 0.868 

    Financial impact 42 81.6 (36.3) 69.1 (40.4) 74.3 (39.0) 0.180 

ᵃNumbers as per the item numbers in the questionnaire; ᵇFunctional scale scores range from 0 to 100, with a 
higher score representing a higher level of functioning or QOL; ᶜSymptom scale scores range from 0 to 100, with 
higher score representing a greater degree of symptom severity. 
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When diagnosed with cancer, both the patient and family experience a wide range of needs 

throughout the illness trajectory, ranging from physical needs to emotional, psychological, social, 

financial and spiritual needs.278 The needs of patients with non-malignant conditions are now 

increasingly identified.279-281 This research found that people diagnosed with advanced malignant 

and non-malignant illnesses in Bhutan have poor levels of functioning and varied levels of 

symptom severity indicating high support needs, consistent with advanced illnesses in other 

LMICs.276,282-285 There were no differences in symptom severity or level of functioning between 

cancer and non-cancer patients except for constipation (p value < 0.05). This is in contrast to a 

study of elderly cancer patients in Sweden who had poorer scores, more complaints and 

subsequently poorer quality of life compared to non-cancer patients.189  

There are no published studies of normative EORTC QLQ-C30 data among Asian PC populations. 

The existing normative data is most available for general populations and the mean scores for 

the Global Health/QOL across Australia (68.5, SD 21.5), Columbia, (77.1, SD 18.5), the European 

countries (66.1, SD 21.7) and Korea (67.7, SD 68.8) provide a picture of quality of life scores for 

those without advanced illness.286-289 One study from Ethiopia276 which focused on people mostly 

diagnosed with later stage cancer, reported a better mean global health/QOL score than patients 

with advanced illnesses in Bhutan (Ethiopia 54.6, SD 26.2 compared with Bhutan 47.4, SD 24.1) 

despite the mean score for pain in cancer patients in the two countries being similar (Ethiopia 

55, SD 36.2, Bhutan 55.2, SD 35.7).  Symptoms like fatigue and financial difficulties related to the 

illness are worse among Bhutanese cancer patients (59.4, SD 34.8 and 81.6, SD 36.3, respectively) 

compared to Ethiopian cancer patients (52.6, SD 36.1, and 67.1, SD 41.2, respectively) and much 

more than the general population in the aforementioned countries.276,286-289 These comparisons 

highlight the need for a model of PC in Bhutan which considers the social and economic context 

of patients in addition to their disease and symptom management priorities. 

In this study, both cancer and non-cancer patients experienced moderate pain (mean 46.2, SD 

37.1).  Pain is one of the most common and feared symptoms experienced by patients with 

advanced illnesses,121 and can significantly influence the psychological and emotional wellbeing 

and overall QOL of both patients and families.290,291  In Bhutan, although oral morphine is 

available at all levels of healthcare except in BHU Grade II,292 it may be inadequately used as PC 
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is an emerging concept.66 Where PC is not well developed, several barriers to accessing morphine 

have been reported, including lack of availability, limited knowledge and opiophobia among 

physicians, along with a reluctance by patients and families to use it.293,294 The need to improve 

pain management is a priority area for new PC services in Bhutan. 

Social problems were far reaching for participants, in addition to their medical condition. Most 

were married and many had young children. In one case the eldest child was just six years old 

and in another the youngest was just one.  Parenthood is one of the major concerns when 

diagnosed with an advanced illness,295 however, the needs specific to dying patients and their 

dependent children are not well met even in the developed countries with comprehensive PC.296-

298 

Forty one percent of participants in this study did not go to school and 13% had just primary 

education— indicating that 54% of the patients had significant problems with literacy. Literacy is 

an important concern in LMICs given its association with a range of adverse health outcomes.299 

Misinformation and misunderstandings related to PC and hospice services among indigenous 

populations300 have emphasized public education as an integral component of PC which provides 

information, knowledge and skills enabling patients, particularly the marginalized and vulnerable 

groups, to adapt effectively when faced with the diagnosis of advanced illness.301 Given the low 

levels of literacy in Bhutan and a lack of knowledge about PC, even amongst health professionals, 

education and raising awareness about PC is important for the public in Bhutan. Integrating PC 

modules in nursing colleges, postgraduate medicine, regular training programs for in-service 

health professionals combined with PC awareness initiatives for relevant stakeholders including 

policy makers are some of the important avenues to develop PC education. Use of national 

television, radio and other social media platforms can be good strategies to create awareness 

about PC in Bhutan. 

Sixty one percent of the patients in this study did not have a reliable job or income, which was 

reflected in the high levels of financial stress for both cancer and non-cancer patients. Although 

healthcare in Bhutan, including referral abroad, is funded by the government,46 patients still need 

to pay for accommodation in private cabins instead of the general hospital ward which is noisy 

and privacy often compromised;  for some medicines that are not included in the national 
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essential drug list; and for the services availed from the private diagnostic facilities both within 

and outside the country.50 Patients incur expenditure on the repeated travel to and from the 

referral centres for the treatment and management of their illness. This situation is similar in 

other countries in the region where rural patients have to travel long distances for treatment and 

where illness and the time required for treatment further reduces incomes.250,302 Moreover, 

Bhutanese often spend huge amounts of money on rituals, prayers, offerings and other 

traditional healing practices when confronted with advanced illness because patients and family 

members strongly believe that diseases are caused by bad, vengeful spirits causing imbalances in 

the vital elements – bile, phlegm and wind channels, within the body.53,303 Traditional healing 

practices along with modern medicine are considered to provide parallel benefits in cancer 

management and end-of-life care, especially in developing countries.268,300,304,305 Having 

traditional medicine integrated into the national health system coupled with well informed and 

engaged local traditional healers can play a significant role in advancing PC in Bhutan.  

Consistent with previous research in both developed and developing countries,275,282-285,306,307 

both cancer and non-cancer patients in Bhutan have varied needs throughout their illness that 

affects their overall QOL—ranging from physical symptom control to psychological, emotional, 

cognitive and spiritual support, as well as the need for food and financial assistance. Patients also 

had information needs about diagnosis, treatment options and side effects along with the need 

for psychological and spiritual support.269,308 

Palliative care aims to address the broad range of symptoms and needs of patients with advanced 

illnesses described in our study. When assessing PC needs for a country or a region, it is vital to 

understand the benefit of such programmes to the local population.261 The WHO recommends 

that a PC service should, at a minimum, identify both cancer and non-cancer patients who could 

benefit from PC; assess, reassess and address their physical, psychological, social, emotional and 

spiritual distress and determine culturally appropriate goals of care.121 In rural Africa, PC 

integrated into disease-modifying therapies and into the routine HIV services has reduced 

physical pain and improved psychosocial and spiritual wellbeing including socioeconomic 

assistance for most patients.161,170 Concurrent PC among advanced cancer patients is perceived 

by oncologists to improve the quality of life of patients and families, facilitate better quality of 
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care with less aggressive end-of-life care, and reduce emotional distress.309 Given that PC is a 

young concept in Bhutan, these findings are relevant and applicable to the Bhutanese context as 

education and awareness programs are crucial to introducing PC services. 

Patients with advanced illnesses in this study were admitted to the hospital many times since 

diagnosis, and the majority (59%) spent at least 2 weeks in hospital during each admission. 

Several studies11,12,98,310 have found that effective PC services can avoid repeated, often 

unnecessary, visits to emergency departments at the end-of-life. Palliative care services have also 

reduced long-term hospital admissions and the referral of patients abroad, thus reducing health 

care costs. Almost 40% of the health care expenses are known to occur in the last 3 months of 

life and account for almost 70% of end-of-life expenditures.311 The government of Bhutan is 

challenged by the escalating cost of health care.50 Integrating a public health approach to PC into 

the existing health care system can help manage the increasing costs.  

While the principles of PC remain universal, the WHO and other international organizations 

reiterate that PC models should be contextually appropriate.3,13,15 Modified to its social, cultural, 

spiritual and economic context, even resource constrained countries like Bhutan can provide 

effective PC services as demonstrated by Kerala in India, Arusha in Tanzania, Brasov in Romania, 

Vietnam and Argentina.3,169,224 

Strengths and limitations 

There are several strengths and limitations to this study. Bhutan has varying cultural and belief 

systems in response to advanced illness, death and dying and post-death rituals. A strength of 

this study was the inclusion of participants from all regions across the country. Although a sample 

size of 70 participants is small, the challenges faced to hear those 70 voices were great, and the 

study would be difficult to repeat for someone not fluent in the local dialects. The small sample 

size limited the inferential statistics to compare between cancer and non-cancer participants.  

One of the limitations was the use of only the EORTC-QLQ-30 which resulted in a reduced 

understanding of other needs such as information, spiritual and sexual needs of the patients. Due 

to complex practicalities including low literacy, issues with translation and the potential for 

encountering cultural taboos, we foresaw difficulties in using multiple tools and chose to use just 
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one to maximise participation. This was also the first research conducted with this population in 

Bhutan. Future studies could consider a bigger sample and include other tools to explore 

additional needs in such patients.  

Conclusion 

The symptom burden experienced by people affected by advanced illnesses demonstrates the 

need for PC in Bhutan. Bhutan is a small developing nation with a small population and has 

primary health care and traditional healing systems underpinned by compassion and equity. With 

a very limited home PC service now initiated, this study of patients’ needs will help inform the 

development of a broader public health-focused PC model, modified to the Bhutanese social, 

cultural and economic context, as recommended by the WHO.  
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Manuscript 3: Support Needs for Bhutanese Family Members Taking Care of Loved Ones 

Diagnosed with Advanced Illness.  

Preamble 

This cross-sectional descriptive study aimed to explore the support needs among Bhutanese 

family members caring for their loved ones diagnosed with advanced illness. A structured survey 

questionnaire which included the Carer Support Needs Assessment Tools (CSNAT) was used. 

Recruited through purposeful sampling, 46 family members (primary caregivers), out of 60 

identified (77%) participated in the survey. While 23 participants were caring for their loved ones 

diagnosed with advanced cancer, the other 50% were caring for their loved ones fighting 

advanced non-malignant conditions. The survey found that both groups had high support needs. 

Consistent with the evidence,190 Bhutanese family members also emphasized needs in two areas: 

managing the patients’ symptoms and in providing personal care; and for themselves in 

understanding their relative’s illness, financial support, dealing with their own feelings and 

emotions and knowing what to expect in the future. The manuscript is presented below and the 

cover page of the published article is included as Appendix 6. The link to the published article is 

https://journals.sagepub.com/doi/abs/10.1177/08258597211066248. 
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Abstract 

Background: Palliative care aims to improve the quality of life of patients diagnosed with an 

advanced illness and their families. Family members, who often play a central role caring for their 

very ill loved ones, have significant support needs. In Bhutan, where palliative care is an emerging 

concept, the needs of family members have not been assessed thus far. Objective: This study 

explored the support needs of Bhutanese family members caring for their loved ones diagnosed 

with advanced illness. Design: This is a cross-sectional descriptive study. Setting/Subjects: Study 

sites included the national referral hospital, the two regional referral hospitals, four district 

hospitals and Basic Health Units (Grade I and II), spread across Bhutan. Participants were 

recruited through purposeful and snowball sampling strategies. Data were collected from May 
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to August 2019. The Carer Support Needs Assessment Tools (CSNAT) was used. Results: Despite 

unforeseen challenges, 46 family members out of 60 identified (77%) participated in the survey. 

Twenty-three (50%) cared for relatives with advanced cancer and the remainder for loved ones 

with non-malignant conditions. This study found high support needs among both groups. The 

priority needs included understanding their relative’s illness, managing symptoms, providing 

personal care, financial aspects, dealing with their own feelings and emotions and knowing what 

to expect in the future. Conclusion: This study will help inform the World Health Organization 

recommended public health approach to palliative care modified to the Bhutanese context for 

enabling a cost-effective intervention to improve the quality of lives of patients and families.  

Keywords: Advanced illnesses, Bhutan, Carer Support Needs Assessment Tools (CSNAT), family 

members, palliative care.  

 

Introduction  

Palliative care (PC) aims to improve the quality of life of patients diagnosed with an advanced 

illness and their families.7,121 Family members, who often play an integral role as primary 

caregivers, need to provide personal care,312 manage symptoms313 and deliver psycho-social and 

emotional support,314 in addition to usual household chores315 and/or their paid work. Caring for 

a loved one with an advanced illness can be physically exhausting,120 psychologically 

distressing,121,316 and financially stressful.317,318 In most developing countries, where patients are 

often diagnosed at an advanced stage and cure usually not possible,14,96,319 PC is inadequate or 

non-existent,3,12,18 and the evidence for support needs of family caregivers is limited.119,320 

Bhutan is a tiny Himalayan kingdom with a population of 771,608.29 Bhutan is known to the world 

for Gross National Happiness, a concept where the country’s development takes a holistic 

approach giving equal importance to non-economic aspects of wellbeing.73 Healthcare is 

provided through a three-tiered system based on a primary health care approach (Figure 11).50,54 

Traditional medicine is integrated into the national health system.50 It provides treatment mainly 

through behavioral modification, herbal medicines and spiritual healing.53 
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Similar to other developing countries, the prevalence of non-communicable diseases including 

cancer and organ failure has increased in Bhutan over the last 20 years, while infectious diseases 

like HIV/AIDS and MDR-TB continue.44,48 From 2005 to 2019, the incidence of cancer has 

increased from 8.7 (per 10,000 population) to 26.8 and diabetes from 14.9 to 75.0.44 The total 

number of reported MDR-TB cases increased from 6 in 2005 to 70 in 2019.44  

Figure 11: Health care delivery system in Bhutan.54  

 

 

(National referral hospital has 350 beds while regional referral hospitals has 150 each. The number of beds in the 
district hospitals range from 20–60 depending on the size of the district’s population. Today, Basic Health Units-I has 
been renamed as community hospitals and Basic Health Units-II as primary health centres).44 

While other healthcare services significantly increased in Bhutan since the early 1960s,50 just as 

in most developing countries, PC remains a young concept.66 In 2018, a small home PC service 

was started at the national referral hospital where three beds were also allocated for PC in the 

oncology ward.66 In 2020, the Ministry of Health launched a PC service package integrating 

traditional medicine into PC service.71 Over the years the need for PC in the country is 

emphasized.50,60,321 
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Despite being a small and sparsely populated mountainous nation, the socio-economic 

circumstance in Bhutan are similar to many developing countries. Like elsewhere in the region, 

Bhutanese family members play a vital role in patient care, both in hospitals and at homes. As 

the curative aspect of treatment diminishes, the family members usually take over the burden of 

managing symptoms including the psychosocial, emotional and spiritual distress of their critically 

ill loved ones. However, the needs of these family members have not been studied so far. 

Therefore, this study explored the support needs of family members caring for loved ones 

diagnosed with advanced illnesses. This study is expected to inform the bigger research project 

– development of a suitable PC model for Bhutan and may have implications for similar countries.  

Methods 

Study design, setting, population and sampling  

This is a cross-sectional descriptive study. Data were collected during May-August 2019. Study 

sites included the national referral hospital, the two regional referral hospitals, four district 

hospitals and four BHUs, Grade I and II, spread across Bhutan (Figure 12).  

Firstly, patients with advanced illnesses (cancer, organ failure, motor neuron disease, dementia, 

HIV/AIDS and MDR-TB) or at end-of-life (acutely dying irrespective of the diagnoses) were 

identified with the help of health professionals at each study site. In Bhutanese hospitals at least 

one family member is present continuously with the patient. Inclusion criteria included 

participants to be a primary caregiver, 18 years or older, able to provide informed consent and 

interested/willing to participate in the study. The identity of a primary caregiver was confirmed 

with the patient if conscious and capable. To recruit participants at home, a snowball sampling 

strategy was applied where clinicians in the hospitals informed TDL (principal author) about the 

location of chronic patients in the communities. TDL visited those patients at their homes and 

then approached the eight eligible family members for participation in the study. The fieldwork 

involved simultaneous data collection among patients with advanced illnesses and healthcare 

professionals. Given the duration of fieldwork, number of study sites and amount of work 

involved, a sample size of 70-100 family members was initially planned. However, several 
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challenges, described in the ‘field notes’ section, resulted in recruiting only 46 family members, 

41 from the identified hospitals and five from the communities, by the end of fieldwork.  

Figure 12. Map of Bhutan showing the study sites indicated within the circles. (Used with 
permission from the Policy & Planning Division, Ministry of Health, Bhutan. Basic Health Units-I has now been 
renamed as 10-bed community hospitals and Basic Health Units-II are primary health centres). 

 

Materials 

A structured questionnaire was developed including socio-demographic characteristics, duration 

of caring, awareness of patient’s diagnosis, and the 14-item Carer Support Needs Assessment 

Tools (CSNAT). The latter is an evidence-based, comprehensive tool to assess support needs of 

informal carers with good face, content and criterion validity.190,191 It includes assessment of 

physical, psychological, social, spiritual, financial and practical support needs of family 

members/friends caring for very ill or dying patients.190 The CSNAT items are measured in four 

categories: no (1); a little more (2); quite a bit more (3); and very much more (4).191 Total CSNAT 

scores can range from 4 to 56. A complete set of a questionnaire is included as Appendix 7. Given 

the complexities of low literacy levels and the prevalence of several non-written dialects, 
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translating the CSNAT was not undertaken. Permission to use the tool was obtained from the 

developers.  

A pilot test was planned for 7-10 family members, 10% of the initially planned sample size,322 at 

the identified study sites. However, since TDL is based in Australia, her healthcare colleagues in 

Bhutan, who volunteered to collect the pilot data on her behalf, faced challenges in recruiting 

family members who were willing to participate, given PC is a new concept. They also found it 

time consuming to conduct face-to-face interviews as most of the potential participants were 

illiterate. Hence, only four family members participated in the pilot test which performed well 

regarding feasibility, clarity and sensitivity of the questions.  

Data collection 

The majority of the family members were illiterate. In Bhutan, the adult literacy rate is 66.6%.323 

Dzongkha, the national language, and English are the languages of instruction in schools. Those 

who are illiterate or not from western Bhutan cannot speak Dzongkha and most other dialects 

are only spoken and not written. Hence, for the illiterate family members, face-to-face interviews 

were conducted by TDL, who is fluent in all the main dialects of Bhutan, by translating the 

questionnaire at the bedside and then completing it in English based on the responses. When 

responses were not clear, TDL involved the local healthcare team to help clarify. Most family 

members preferred to participate at the bedside, however in the intensive care units participants 

were interviewed in a separate room. Participants who could read and write English were offered 

to complete the survey but many preferred to fill the questionnaire along with the researcher. 

Only 11 participants completed the questionnaire independently.  

Data analysis 

Statistical analyses were conducted using Statistical Analysis System (SAS) software, version 

9.4.197 Descriptive statistics (mean, standard deviation, frequency and percentage) were 

produced. Independent samples t-test, pending satisfactory normality checks, was used to 

compare the means between family members caring for cancer and non-cancer patients. Logistic 

regression was used to assess the statistical significance of potential predictors of level of needs 

which were categorized as low (14-43) and high (>43-56). These cut offs were decided based on 
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the distribution of the actual data obtained. Logistic regression models were performed 

separately for carers of cancer patients and those of non-cancer patients, as evidence indicates 

that their support needs varies.324 Statistical significance was set at α=0.05. 

Ethical Approval 

This study was approved by the Human Research Ethics Committee at the University of Western 

Australia (RA/4/20/4990) and the Research Ethics Board of Health in Bhutan, 

(REBH/Approval/2018/097). Permission to access the participants was granted by the executive 

of each study site. Informed consent was taken in the form of signature or thumb print.  

Field notes 

Field notes were maintained to record experiences during field work. Several unforeseen 

challenges hindered data collection. Following a severe cyclone195 resulting in a tragic bus 

accident,196 the government issued a caution against public travel. Recruitment was slower than 

expected because the concept of PC was so unfamiliar it took a long time to explain to patients 

and families. Face-to-face interviews were time consuming.  

Results  

Among 60 eligible participants identified, 46 (77%) agreed to participate. Reasons for refusal 

included lack of awareness in PC (29%), too distressed about the relative’s condition (14%) and 

being busy (14%). One participant did not believe, despite explanation, that this was research, 

believing it was a type of online business. One participant could not provide consent due to 

hearing deficit. The remaining (29%) participants did not provide any specific reason. 

Sociodemographic characteristics 

Family members’ age ranged from 24 - 72 years (mean 42.9, SD 10.1). The sociodemographic 

characteristics are summarized in Table 4. These characteristics are also not significantly different 

from those of the pilot sample (see Appendix 8).  
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Table 4: Sociodemographic characteristics of the participants (n=46) 

 n %  n % 
Gender   Education Level 

(n=45)** 
  

Female 30 65.2 Never been to school 16 35.5 
Male 16 34.8 Primary 9 20.0 
Relationship   Higher secondary 7 15.6 
Spouse 21 45.7 Middle Secondary 6 13.3 
Parent 14 30.4 Bachelors & above 3 6.7 
Sibling 4 8.7 Monastic/religious 3 6.7 
Son/daughter 1 2.2 Non-formal education 1 2.2 
Others* 6 13.0 Occupation   
Primary Spoken Language   Housewife 22 47.8 
Sharchopkha 18 39.1 Civil servant 6 13.0 
Lhotshamkha 13 28.3 Private/Corporate 5 10.9 
Dzongkha 12 26.1 Self-employed 5 10.9 
Others 3 6.5 Farmer 5 10.9 
   Others*** 3 6.5 

*Aunt, father in-law, mother in-law, stepfather; **1 missing data point; ***policeman, lay monk, no work 

Duration of caregiving and awareness of diagnosis  

The duration of caregiving ranged from <1 month to 15 years. Forty-three (94%) family members 

knew the diagnosis of their loved one and 29 (63%) mentioned that their sick relative also knew. 

The diagnoses of their loved ones are presented in Figure 13. Three elderly patients were 

bedridden: one had a massive bedsore, another had a below knee amputation and the third was 

very frail. Among the 17 (37%) who said their sick relatives did not know the diagnosis, 9 (53%) 

wished that they knew. The remaining 8 (47%) did not want their relative to know the diagnosis 

and the reasons are presented in Table 5. 
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Table 5. Reasons why family members did not wish to let their relative know the diagnosis (n 

= 8) 

…Not now. Maybe tell him as he gets worse and his condition deteriorates… 

 …We do not want to make her sad… 

 …She is unconscious since diagnosis… 

…He will be more tensed and give up hope for living… 

 …Since my patient is uneducated the word cancer will depress her… 

… He is unconscious ever since he had stroke months ago… 

 …My patient is also a case of bipolar disorder and the truth about cancer will aggravate her 
condition… 

 …She is very old and not very stable, she cannot understand her own problem. So there is no 
point telling her… 

 

Figure 13. Diagnoses of the loved ones 
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Support needs for family members 

Family members indicated that they required substantial support in almost all domains of CSNAT 

(see Figure 14). Maximum support (‘very much more’) was required by >50% participants in the 

areas of understanding their relatives’ illness, managing symptoms, providing personal care, 

financial and legal aspects, dealing with their own feelings and emotions and knowing what to 

expect in the future.  A significant amount of support (‘quite a bit more’ + ‘very much more’) was 

needed by >65% of participants for the following questions: whom to contact if needed; time for 

family members themselves; understanding and reflecting on their own beliefs and spirituality; 

practical help at home; and getting a break overnight.  

Figure 14: Percentage of family members expressing need for more support with each item of 

the CSNAT 
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There was no significant difference in the needs of family members caring for cancer patients 

when compared to those caring for non-cancer patients (difference 0.7; 95% CI -4.8, 6.1, 

p=0.811). Potential predictors of higher total CSNAT scores including age (>=45 versus <45), 

gender (male versus female), level of education (primary and below versus above primary) and 

duration of care (<1 year versus >=1 year) were assessed. Family members caring for non-cancer 

patients for less than one year were 7 times more likely to report high support needs than those 

caring for non-cancer patients for more than one year (Table 6), although it did not reach 

statistical significance (p=0.054). 

Table 6. Assessing statistical significance of potential predictors of high levels of needs 

reported by family members (n= 46) 

Item Family members of cancer patients Family members of non-cancer patients 

OR CI (95%) p-value OR CI (95%) p-value 

Age  1.750 0.329, 9.298     0.511 3.374 0.599, 19.005 0.168 

Gender 1.286 0.242, 6.831 0.768 0.200 0.019, 2.118 0.181 

Level of education 3.000 0.524, 17.157 0.217 5.618 0.537, 58.824 0.150 

Duration of care  0.857 0.164, 4.467 0.855 7.000 0.969, 50.566 0.054 

   OR- Odds Ratio; CI- 95% Confidence Interval 

Discussion  

The WHO recommends integration of PC using a public health perspective with a focus on four 

key strategies; policies; PC medicines (opioids in particular); education, training and awareness; 

and implementation.11,82 The assessment of the specific PC needs of patients, families and 

healthcare providers within a community should contribute towards the service model.96 

Accordingly, for Bhutan, PC needs among patients with advanced illnesses were explored.321 

Concurrently, besides this study, studies on the perspectives of healthcare professionals on the 

need for PC and how it should be delivered are underway. The findings of these studies are 

expected to drive policy changes to integrate PC into the Bhutanese healthcare system. 

As per the WHO ‘support for family caregivers is a core aspect of palliative care provision.’121(p13) 

This study found that the majority of family members caring for very ill loved ones had high 

support needs.  They needed significant support across two broad areas: support that enabled 
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care for their sick relative, and support that related directly to their own well-being. This is 

consistent with Ewing’s study190 which found that the support needs for family members were 

distinctly identified in the same two domains. Although family caregivers are often positive about 

their role, they face considerable challenges related to physical, emotional, financial and social 

impacts when caring for terminally ill relatives.325,326 The negative ramifications of caregiving can 

result in family members becoming ‘secondary patients’327,328 with their needs often equal to, or 

even greater than, those of the patient.119-121 

This study indicated that many participants did not have a reliable source of income and the 

majority (83%) needed “very much more” financial and legal support. Those who were 

interviewed face-to-face reinforced that the financial component was very important. Although 

medical treatment including referral abroad is funded by the government,46 families in Bhutan 

often incur huge additional expenses when caring for very ill relatives. Many take their loved ones 

abroad privately even when the government health panel does not recommend. The need for 

repeated travel to referral hospitals for advanced treatment is often a financial burden to the 

family. Further, Bhutanese strongly rely on traditional healing practices when confronted with 

life-limiting illness.303 Many of the rituals, prayers, offerings and other traditional healing 

practices involve huge expenses.  

The findings of this study are consistent with other studies in developing countries. In Malawi, 

the need for financial support among family members caring for HIV/AIDS patients was critical 

along with the need for respite support, training and education.329 Thus, socioeconomic 

interventions were considered a core component of their PC model.170 In Kerala (India), the 

Trivandrum Institute of Palliative Sciences support families through food kits, financial help and 

educational opportunities for children who are at risk of dropping out of school due to poverty 

aggravated by family illness.160 In Bhutan, since financial support was also a significant need 

among patients with advanced illness,321 PC services should include financial support as a key 

element. 

The majority of the family members in this study reported a need for more information as they 

cared for their very ill loved ones. This is consistent with the findings of studies even in developed 

countries where ‘what to expect in the future’ was the highest need expressed.190,330 Lack of 
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information from health professionals on the patient’s prognosis left family caregivers feeling 

mentally unprepared as patient’s condition deteriorated.331,332 Trained PC professionals can 

provide adequate information in an empathic way about the illness, available treatment options 

and what to expect in future which can reduce fear and anxiety among patients and family 

members.121 In developing countries, since end-of-life care is largely provided by family 

caregivers, enhancing their knowledge and skills is crucial.87 A study in China described 

educational programs for families in topics like dealing with emotions, talking about death and 

dying, being aware and respecting patients’ rights, and making decisions.221 Such programs may 

be applicable in Bhutan.  

Although evidence indicates that family members caring for cancer patients have higher 

burden,324 there is less literature on the family support needs for non-cancer conditions.120 In this 

study, half of the participants were in the latter group. Despite our small sample size, the study 

found that family members caring for non-cancer patients for less than one year were more likely 

to report high support needs than those caring for more than one year. With regard to diagnosis, 

although all patients in the concurrent study321 wanted to know their diagnosis, not all family 

members in this study were willing to disclose, mainly for fear of causing additional distress and 

hopelessness. Willingness to disclose a diagnosis, particularly of incurable cancer, is known to 

depend on social context, cultural norms and family traditions.333 In Pakistan, a culture-sensitive 

society,334 the majority of patients wanted truthful disclosure of their cancer diagnosis but the 

relatives did not reveal.335 Despite their religion’s emphasis on truth, diagnoses were often 

concealed as acts of love and compassion.250 In Bhutan, adequate support from PC trained 

professionals, counsellors, social workers and spiritual leaders may enhance family members’ 

understanding on the importance of truth telling. 

Family members during caregiving and bereavement expect support that respects family beliefs 

and values.121,336 This is particularly crucial in Bhutan where caregiving is largely determined by 

culture and the spirituality of the family and community. Thus, PC models developed elsewhere 

cannot be replicated for Bhutan. It has to be unique to its socio-economic, cultural, and spiritual 

context.77,337 Dame Cicely Saunders, the founder of the modern hospice and PC movement, 
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stated “Go around and see what is being done and then see how your own circumstances can 

produce another version; there is need for diversity in this field.”3(p47)  

Palliative care, an important public health response,11,218 is designed to address the needs of both 

patients and family caregivers.325 Appropriate support of caregivers improves their quality of life 

and also facilitates better symptom control and increased patient survival.338,339 In developed 

countries, to alleviate caregiver stress and burden, several practical community services exist, 

including support groups, adult-day care, in-home assistance, home care nursing, respite 

services, social networking, problem-solving and education.327,340,341 Some of those may be 

applicable to Bhutan. Effective family support can also help reduce the overall healthcare costs 

by reducing unnecessary visits to the emergency department and prolonged hospital admissions 

at the end-of-life.121,342  

Strengths and Limitation of the Study 

A strength of this research was the distribution of sites across the country where TDL could 

include family members with varying cultural and belief systems in response to chronic illness, 

dying and post-death rituals. The study findings can be widely applicable within Bhutan and may 

be generalized to other developing countries with similar socio-cultural contexts. However, the 

sample size is small. Recruiting those 46 family members involved substantial challenges and 

hence may be difficult for others to repeat. The experiences of those living with poverty in remote 

locations and speaking different dialects can be hard to research and this study has allowed them 

a voice.  

Conclusion 

This study has highlighted important family caregiver considerations to inform the development 

of a public health-focused PC model modified to Bhutanese culture and spirituality, 

socioeconomic circumstances and healthcare system, as recommended by the WHO.  
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Narratives of patients’ and family members’ lived experiences indicating the needs for 

palliative care 

Patient perspectives are increasingly identified as a key element in organizing and reorganizing 

healthcare services.343 In this research program, besides the survey, 25 in-depth interviews (15 

with patients and 10 with their primary caregivers) were conducted using semi-structured  

interview guides (Appendix 9 and 10). Some of the interview transcripts are used to narrate their 

stories in this thesis. Stories are a window into the realities of life events and provide powerful 

information to inform service development.199 Stories of illness, pain and suffering, and of dying, 

provide a wealth of evidence that will enable appropriate approaches to address these needs.343 

Literature indicates that there is a difference between a story and a narrative.200 However, the 

two are often used synonymously. The Cambridge Dictionary defines narrative as “a story or a 

description of a series of events.”344 A story, on the other hand, is a type of narrative that gives 

structure to individual experiences.345 Narrative analysis involves multiple typologies in 

presenting the social reality of individual lived experiences.200,346 Narrating stories from interview 

transcripts is a process of reorganizing and analysing the key elements in the data and rewriting 

it in chronological order.199 The narrative then becomes useful evidence, a unit of knowledge for 

the audience to learn, make decisions and inform appropriate actions.199,200 

In this chapter, six of the interview transcripts were used for narrative analysis – two from 

patients with an advanced illness, two from family members caring for their loved ones with 

advanced illness and two from bereaved family members. Each narrative resulted in a unique 

story indicating a need for contextually appropriate patient-and family-centered PC in Bhutan. 

The patient and family members in each story are given pseudonyms and other information likely 
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to reveal their identity has been changed. However, the essence of each story, the need for PC, 

remains unaltered.  

Story 1 - Complex needs throughout the advanced cancer trajectory 

 The story (see Appendix 11) is about a young patient, Muku who was diagnosed with advanced 

cancer seven months ago. At the time of the interview, she was at her EOL and was being 

managed at one of the hospitals near her village. Many patients, young or old, diagnosed with 

cancer in Bhutan and other LMICs present at an advanced stage with very limited or no curative 

treatment options12,14 and limited or complete lack of PC services.14,25 Thus, when curative 

treatments are futile, often the treating physician’s option is to send the patient home347 - as was 

nearly the case with Muku. “I was then asked to go back to my village. I was shattered because I 

could not imagine going home with so much pain. I won’t get pain medicines in my village.” 

Somehow, arrangements were made to transfer Muku to a hospital nearer to her village where 

at least opioid analgesics were available. However, even in the hospital, it was challenging for 

Chuki (Muku’s sister) to keep Muku pain free and comfortable as pain killers were not readily 

given by the staff. Chuki was often yelled at for asking pain medication for her dying sister who 

was in severe pain. “Since there is no cure for her, the least we can do is to keep her pain free and 

my only wish is that they [staff] don’t scold me for asking pain killers for her” said tearful Chuki in 

a separate interview.   

Muku still believed that if she was referred abroad her cancer could have been cured. “I still feel 

that if they had referred me to India I could be cured.” Muku wished to be cared at home if there 

was an option. “If the doctors and nurses could visit me at home, I would wish to be at home. 

Then, my family members won’t have to struggle so much. But at the moment, I cannot go home 

because I need injections for my pain. There will be lots of problems if I go home.” Palliative care, 

if available, could have arranged to facilitate a dignified, pain free and peaceful death for Muku 

at home surrounded by her parents, her seven siblings and other relatives but for now she was 

left with no option but to die in the hospital. “I will have to die in the hospital. I don’t have a 

choice” said Muku who was in physical, psychological and emotional distress at EOL.  
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Story 2 – Psychological, social and spiritual distress when confronted by an advanced illness  

Story 2 (see Appendix 12) is about a 52-year-old woman, Sangay, with chronic obstructive lung 

disease, requiring continuous oxygen therapy. She was admitted in one on the district hospitals 

where the doctors had told her to buy an oxygen concentrator and that she needs to live nearby 

a hospital for the rest of her life. Sangay came from a remote village, had never been to school 

nor had children and lived with her elderly husband. Being poor, not having her own children and 

confronted with incurable disease, Sangay was depressed. “The doctors have told me that I will 

die if I am not on continuous oxygen and I am told that I need to buy [an] oxygen machine. How 

can I buy? We do not have money. They also told me that I need to stay nearby a hospital but I 

have no one to take care of my house and land in the village. My husband has to take care of me. 

If there was someone who could work in our fields and share the harvest with us but who would 

do that? I don’t have children.”   

 Sangay was also spiritually distressed and feared death. “When we are alive we cannot avoid 

doing negative actions. I must have killed thousands and even millions of insects while working in 

the fields. It is said that killing one insect is sinful and I must have killed so many. So there is no 

way for me to go to heaven but to hell. That’s why I really fear dying but what to do I have no 

options” said tearful Sangay. 

Palliative care can also facilitate discussion on issues around death and dying and help fulfil 

patient’s EOL wishes relieving unnecessary suffering. “I always wonder where I would die and I 

definitely don’t have an option. Wherever I die, my only concern is where they would dispose of 

my body. I would wish is to be cremated in the presence of a Lama [a religious master] who can 

guide me to heaven but we don’t have Lamas in our village. Usually, Lamas are invited from other 

places by family members, but I don’t have anyone reliable who can do that for me. My husband 

is old and I don’t have siblings. I wonder whether my stepson can do it for me. So, I keep worrying 

that if I die in the village my body might be thrown off to the river. Even if my body is eaten by the 

maggots that’s it, I don’t have much option” said tearful Sangay who was psychologically, socially, 

emotionally and spiritually distressed.  
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Story 3 - Distress in a family member caring for a loved one with advanced cancer 

Story 3, (see Appendix 13) is about the complex needs of a 43-year-old Seldon, a primary 

caregiver of her husband, Rinzin, who was diagnosed with an advanced cancer. The couple were 

at the national referral hospital for symptom control. Rinzin was in moderate pain, unable to 

speak and looked depressed. Seldon was distressed since the early stages of her husband’s 

illness. Despite Seldon repeatedly asking him to seek medical attention, Rinzin delayed going to 

hospital only to find that his cancer was already in an advanced stage. “I kept telling him to go to 

hospital but he did not listen. He would say ‘nothing will happen’ and just bought pain medicines 

from a nearby medical shop. Later when the pain became severe he came to Thimphu [national 

referral] hospital where he was told that it is cancer. By then it had spread to other parts of the 

body.” Delay in seeking timely medical check-up, an ignorance perhaps due to limited health 

literacy among the public, is a persisting challenge, particularly in LMICs including Bhutan.  

Rinzin’s past habits also caused psychological and emotional distress in Seldon. “He used to drink 

so much of alcohol since a very young age and he also chewed tobacco and ate lots of doma [betel 

leaf, lime and areca nut]. When he was unwell, initially, I used to be angry at him.”  

As Rinzin’s illness progressed, the whole family including their four children were affected.  “He 

is also suffering so much with pain but even the children are suffering and when children are 

affected I suffer naturally. The problem is not just one but it has doubled and tripled you know. 

We are all going through hard time.” Being the sole care provider, Seldon was not just physically 

tired, exhausted and emotionally distressed but she was also going through a huge financial crisis. 

With her husband very ill, expenses increased and having no reliable source of income, Seldon 

was struggling to repay the loan they had availed from the bank to support their son’s education, 

which was causing her lot of distress. “Just recently I received a call from the bank saying that it 

has been many months that we have not paid the loan instalments. I told the person that my 

husband is very ill and is in the hospital and it is not that I am telling lies. If I did not have to stay 

here to care for him I could have managed to pay the instalments but at the moment I do not 

have any source. We do not have any balance to pay from our savings. When I need to borrow 

money people do not give it to me because they know that I am not in a position to pay them 
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back. Whatever little we have at the moment we have to spend for our day to day living. I am 

really concerned and worried about the loan.” 

The main areas of support for Seldon at that time was having someone reliable to help her take 

care of her husband and financial help. “When I go to prepare meals there is no one to stay with 

him. I have to constantly worry if he is experiencing pain or any discomfort. I [also] worry that he 

may fall from the bed. So having someone to assist would be a great help.” Seldon did not expect 

HCPs to be of assistance besides what they are already doing to manage her husband’s pain and 

other physical symptoms. “They [HCPs] got lots of work to do for so many patients. Of course for 

pain management and other medical related distress I have to seek their assistance but I cannot 

ask the nurses to be with the patient when I go for cooking.” 

Seldon felt that having some financial support could solve many of her problems which could 

lead to improved QOL of everyone - her husband (patient), her children and herself. “If I had 

enough money I would give him [her ailing husband] whatever he needs and take him wherever 

he wants to go. I could have performed lots of rimdros [Buddhist rituals] every day. That will make 

him happy and I will also be satisfied [too]. When children ask for money to buy something they 

need I just tell them that I will buy it next time. I don’t really tell them that there is no money 

because I fear they will get hurt.” Seldon said financial support could also facilitate proper post 

death rituals, a significant cultural, religious and spiritual need, which may involve huge expenses.  

Ultimately, Seldon indicated how crucial it is to explore the needs of family members caring for 

a seriously ill loved one. “At times I feel that I am more ill than him [her husband] because I have 

to worry about so many things – I have to worry about him [patient], our children, our home and 

other financial issues.” Seldon found it therapeutic even when someone simply listened to her 

concerns and discussed her needs. “I really felt happy talking to you today. Till now no one has 

asked me how I am doing and what I am going through. I am only asked how the patient is doing 

and about his wellbeing only. When there is someone asking me about what I am going through 

during such difficult times I am beyond words. I feel like it is a dream and not a reality. Today I 

felt as if Lam Kenchosum [the Master, the Buddha, Dharma and the Sangha – the source of refuge 

for Buddhists] has come to me in person” said tearful Seldon with her palms folded.  
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Story 4: Complex support needs of a young mother caring for her seriously ill husband  

Story 4 (see Appendix 14) explored the support needs of a 30-year-old Zam, primary caregiver of 

her young husband, Passa, who had been on ventilator support for more than five months due 

to an advanced, complex, neurodegenerative disease. Passa was unconscious, looked cachectic 

and had developed bedsores on all his bony prominences including the elbows, ankle bones and 

on his back. Zam had complex needs and was devastated with the situation she was in.  

Patients and families in Bhutan often have poor health literacy and are in crucial need of 

adequate information, education and communication to help them understand the importance 

of timely medical interventions at an initial stage of illness, enabling them to make right decisions 

in relation to their health, as demonstrated in the case of Zam and Passa. Having missed timely 

medical intervention, Passa developed severe complications to his health leading to complex 

consequences including poor prognosis. Zam has been caring for her critically ill husband for 

more than six months and she was overwhelmed. Besides her husband’s illness, she was worried 

and concerned of the wellbeing of her two very young children (five and three years old). “For 

the last seven months my children are with my father [in another district]. When he goes to work 

he keeps them at my cousins’ places. There is no one reliable to take proper care of my children. I 

am so worried about them. They are in a place where anything can happen like they may be 

crushed by the [running] cars. Every time I call them they ask me when am I coming home, and 

all I do is cry everyday” said tearful Zam. 

Although Passa was a government servant but having been ill for a long time, Zam, an 

unemployed housewife, was going through huge financial crisis. “He still gets his salary but when 

we had to come here for treatment I had to take an advance payment. So I don’t get anything 

now and I am going through hard time financially. Even while we are here [in the hospital] there 

are still rituals that need to be performed [which involves expenses]. My husband has been in the 

ICU for five months and his diet requires a lot of nuts like cashew nuts, groundnuts and apples 

and all these are very expensive. And until recently I also had to buy Ensure (dietary supplement). 

We have a [financial] loan that gets deducted [every month], we have expenses to make for our 

children. I also make [monetary] offerings to so many places for his recovery. I called up his office 
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[recently] requesting for some financial support but they denied me help. So I have been 

borrowing from others. I wish we had some [financial] help.” said Zam who was literally crying. 

Confronted with the critical state of her husband’s life, at this very young age, Zam constantly 

feared that her husband might die at any moment. “I am constantly in fear that he may die any 

moment because he is dependent on the ventilator and often becomes very serious. I am so 

overwhelmed. Just recently a patient died here in the ICU and his wife repeatedly collapsed. I am 

scared I may go through the same. I am very scared.” Zam was also worried that she may not be 

able to support the children alone indicating a need for psychological support and help in 

exploring possibilities for future support. “If he dies then my children will not have anyone to call 

as their father (becomes tearful). My children are very young and I fear I may not be able to 

support them well [if he dies] like in their education.” 

Besides her mother, Zam did not have many relatives to seek support from and she was stressed 

about her conflicting relationship with her in-laws, which she thought was due to the decision 

she and Passa made about not to undergo surgery. Besides all those complex issues she was faced 

with, Zam’s QOL was further affected by the perceived attitude of some of the care professionals 

in the hospital. “Some [staff] do not treat us well to be honest. Of course there are a few others 

[staff] who take care of the patient more than we do, which I really appreciate, but there are one 

or two who are very rude. They blame that the patient is not recovering. I wish they don’t blame 

the patient because we are already so traumatized. They also scold me. When we are treated 

badly we do get hurt. I don’t feel like going inside the ICU. I always cry before I go in.” Zam also 

expressed how she wished for a better way of explaining to her about her husband’s prognosis. 

“Sometimes when the doctors tell me ‘your patient will die’ I feel very sad. They had been saying 

that he will die ever since he was brought in here. They gave a week’s guarantee and now it is 

[been] five months. These days the doctors have not said that otherwise they kept saying ‘he will 

die, he will die.’ It would be better if they tell me that the patient is critical but when they say ‘the 

patient will die, your patient has no sense [unconscious], he does not move’ it makes me feel very 

sad.”  

Finally, Zam, like Seldon in Story 3, expressed how helpful it was for her when someone sat with 

her to ask and listen to what she was going through and she hoped that this research will bring 
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about a change. “I am actually feeling much better, that I finally got an opportunity to express 

what I am going through. Even if it is not going to benefit me today it will really help in future. 

With your research I am hopeful that things will improve.”  

Story 5 - A painful reminisce of losing a mother to cancer with complex support needs 

Story 5 (Appendix 15) is about a bereaved family member, Choden, who lost her mother nine 

months ago after fighting an advanced cancer for five years. Choden was a government employee 

in Thimphu, the capital city. Her story revealed complex unmet PC needs for her mother and her 

family throughout the trajectory. 

Unlike in Story 4, Choden regretted the delay in diagnosis despite seeking early medical attention. 

Choden’s mother was diagnosed with cancer only when she started experiencing severe 

symptoms. “The doctor said ‘your mother has cancer. I am sorry. She needs urgent referral.’ Two 

days later she was taken to Kolkata, India. My brother went with her as I had a small baby to take 

care.” Knowing the diagnosis was not at all a relief for Choden and her family but the beginning 

of a complex journey. “When they reached Kolkata, her treatment was further delayed because 

of some issues with her documents [and] had to be processed again. It was a tough time for her 

[mother]. Finally, the surgery was done two weeks later. The doctors in Kolkata told my brother 

that the operation was successful, the cancer cells were all gone and that she will be fine.”  

A week after the surgery, Choden’s mother and her brother returned back to Bhutan but a month 

later she was again sent back to Kolkata for radiotherapy (Bhutan did not have radiotherapy in 

those days). Interestingly, the doctors in Kolkata told Choden’s brother that his mother did not 

require radiotherapy and instead they started her on chemotherapy. Its side effects were very 

severe. “The first cycle was given there [in Kolkata]. She returned to complete the remaining five 

cycles here in Bhutan, but she could not complete it because she had become very weak by then. 

She could not eat anything [and] chemotherapy was killing her day by day (smiles amidst tears). 

She had so much of hope to be cured with chemo but more than the cancer, she was almost dying 

from the side effects of chemotherapy. After five cycles she could not take it anymore.”  

Choden struggled to feed her mother who did not want to eat anything healthy due to her 

superstitious beliefs. “Not having gone to school, she had all these beliefs, you know, that if she 
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ate certain foods it would affect the disease. So she refused to eat all green vegetables. She 

became drastically weak. Her weight dropped to 38 Kgs from 60.” Another challenge for Choden 

was that her mother refused pain medications when she needed them. “She was in pain but she 

refused to take pain killers and other medicines. She always wanted to be treated with 

traditional/local treatments like herbs.” 

Things were then becoming overwhelming for Choden. With her job and a small baby to look 

after, Choden could not give adequate attention to her ailing mother which she regretted so 

much. “Those days were very tough for us. She [mother] wanted us to be with her every time but 

we had our jobs and kids and we could not give her so much time. I regret it so much today 

(becomes tearful).” Despite severe symptoms Choden’s mother could not get a bed in the 

hospital making it very hard for Choden to manage at home. In a way, Choden felt her mother 

and other chronically ill patients are somehow neglected. “Sometimes she could not eat anything 

and [because] there are limited beds in the oncology ward, they could not keep the patients even 

when they were very weak. So I had to take all these medical equipment like the glucose 

(intravenous [IV] fluids) at home. One of the nurses I knew would come to my home and gave IV 

fluids to my mum (becomes tearful). It was very difficult. I wished the hospital had more beds. 

Mum wanted to stay in the hospital and would always ask why she was not kept there. She felt 

neglected. In a way, we also felt that she was being neglected. When patients cannot be cured, I 

feel they are neglected even more.” Home PC service could have eased so much of Choden and 

her mother’s distress. 

About a year later Choden’s mother became slightly better and she went back to the village but 

soon afterwards she noticed small lumps in her neck and chest. The hope they were initially given 

began to fade away. The explanation they received about her prognosis and further management 

caused Choden and her mother more pain than reassurance. “She immediately came to Thimphu 

and did a check-up. The doctor said that her cancer has spread. Earlier, we were told that all the 

cancer cells were gone and that she will be fine. But within a year, her cancer had spread. We 

were told that after two to three months, her oesophagus would be completely blocked, and she 

may not be able to even swallow water. Until then, she had a hope [but] after the doctor told her 

‘I think your cancer has spread now. There is no cure. If you want to go for chemotherapy, you 
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can go ahead’ she started losing hope. We had a very tough journey after that because [then] she 

was kind of neglected and she did not want to go to hospital.” 

Choden’s mother then went back to her village where she wished to die. Back in the village, 

Choden’s mother continued to deteriorate. Choden and her sibling arranged to go and visit her 

fearing that she may die soon. “When we were there, her lump had burst and there was a lot of 

discharge. She was in severe pain but she was so happy to see us. We stayed with her for two 

weeks and had to return back to our work. Two weeks later she died.” 

Reminiscing about her experiences with her mother’s illness, Choden said, “I wish there is a 

separate medical team to help those suffering like that [with an incurable condition]. Even if they 

cannot be cured, why can’t they be supported? They need someone to speak to them nicely, give 

them a comfortable place to stay (becomes tearful again). Sometimes, we had to wait for the 

whole day in the hospital because the health care providers were so busy they did not really care 

how many patients were waiting for them. So, especially for those who are suffering from this 

type of disease, I really wish there is a separate team who can care for them.”  

Choden did not know anything about PC until the day of interview. “I have not heard about 

palliative care [before]. I am hearing it today only.” Nevertheless, from her experience Choden 

mentioned some important points for PC in Bhutan “Many patients will have their children or 

close relatives in service, doing jobs in various places. In such cases, I wish if there is a policy where 

the immediate family members whose patients are critically ill can take extended leave so that 

they can be with the patient.” She also mentioned about involving community leaders in PC who 

can play a vital role in helping and supporting patients and families when needed. “In the future, 

palliative care training should be given to local leaders, like the Mangmi (people’s representative 

in the community), gups (community heads) and all to support the bereaved family. They can give 

financial support if required through their Gewog (community headquarter) budget to those who 

cannot afford those rituals” said Choden.  
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Story 6 - “More information and communication could have eased our distress” recalled a 

bereaved son  

Story 6 (Appendix 16) is about Dawa, a bereaved son who had recently lost his dad to cancer. 

Dawa’s dad was also diagnosed at an advanced stage. “My dad never had any symptoms or pain 

in the past. One day, he had a stomach pain and was advised to have an endoscopy. That’s when 

he got diagnosed with stomach cancer and a CT scan confirmed that it was stage 4 cancer.” 

Overwhelmed by the diagnosis, Dawa and his family were frantically looking for more 

information, guidance and support to enable proper decision making. When there was not much 

information coming from the treating team, the family followed the recommendations of friends 

and relatives and decided to take the patient abroad to India hoping for a curative treatment. 

“Immediately we took him to Delhi at our own expense because we did not want to delay further 

with the referral procedure.” In Delhi, however, the doctors told the family that the cancer has 

already spread and except for chemotherapy, to control further spread, there were no other 

options. Initially, Dawa’s family did not want to let dad know that it was an advanced cancer. 

“Dad had always been healthy and an active person, and suddenly to tell him that he had stage 4 

cancer with limited option for survival was very difficult but once in Delhi it became quite apparent 

for him. Later on, even the doctors made it obvious to him that it was in an advanced stage.” 

The family realized that even in Delhi they struggled to get adequate information to clarify their 

doubts. “It is such a big hospital, but the system was same as what we have here [in Bhutan] 

where patients do not get to discuss much and ask questions.” The family thus landed up relying 

on online information and the experiences of other people as a guidance. “We were all reading 

online. We would google for information and also listen to other people who had gone through 

the same and follow their advice.” Besides the ‘medical care,’ the family needed to discuss and 

communicate about the disease, possible treatment and its prognosis. “We would have 

appreciated if we were given some time to sit down and discuss thoroughly.” 

After spending almost eight months in Delhi and completing the prescribed chemotherapy, 

Dawa’s dad was flown back home but his general condition remained poor. Not being able to eat 

well and his pain getting worse day by day the QOL of the patient and the entire family was 

affected. “The last three months, he really had severe pain. At one time I remember dad telling 
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me that the pain is too much and that maybe we should just give him an overdose of the pain 

killer so that he can peacefully go away in his sleep. He was so afraid of the pain and having to 

die with that pain” said tearful Dawa. 

Despite resorting to medical and other alternative treatment including spiritual healing the 

family’s initial hope for cure was diminishing. Months after his dad’s passing away, Dawa was still 

not sure whether they should have discussed about it with their dying dad. “Today, sometimes I 

feel that we should have been open and talked about it [the impending death]. My dad was a 

curious person and that he may have wanted to know the truth.  Maybe he was waiting for 

someone to talk about it. I don’t know, I don’t really know” said Dawa in tears. 

Towards the end, when the home PC service, newly started then at the national referral hospital, 

started visiting Dawa’s dad once a week it made a difference to their QOL. “Once the home visits 

started, we felt a little more comfortable because sometimes it was for basic care like putting him 

on drip for rehydration. For that, earlier, we had to go to the hospital.” His opinion about 

introducing PC in Bhutan was encouraging. “It [PC] is definitely a new thing for us but going by 

the home visits, I think it can really make a lot of difference. In two of the visits, there was an 

expatriate doctor [overseas volunteer (probably a PC specialist)] in the team and our 

communication with him was much better. He sat down with us and discussed about pain 

management. He checked all the medicines my dad was receiving and told us which ones were 

not necessary. I noticed that our Bhutanese doctors were quite reserved in giving the pain killers, 

but the expatriate doctor said ‘this patient needs this medicine and there is no alternative’.”  

Once they knew that cure was not possible, Dawa’s family relied on the comfort measures for his 

dad. “Once we knew that he was not going to be cured, we relied on the nurses and people we 

knew, especially for pain management. The nurses were very comforting. Their approach, the way 

they talked and all those, made so much of a difference.  So, I think having PC will definitely 

benefit.” 

Dawa recalled that uncertainty was the biggest challenge for the family all throughout and, 

hence, recommended that PC should be initiated from the time of diagnosis of an advanced 

illness. “The moment we hear that it is cancer, we go into a kind of panic mode. After the 
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diagnosis, there was nothing much from the medical side. We felt like we were on our own and 

that’s when we needed guidance and support. More information and communication with the 

doctors and healthcare team could have helped ease the family’s pain.” From their experiences, 

Dawa further recommended that PC in Bhutan should allow social media platforms for patients 

and families. “Palliative care can create groups in social media platforms where patients and 

families can interact, get advice, and share experiences with each other. Nobody wants to let go 

easily. They [other patients and families] were also exploring for possibilities; we were doing the 

same. We shared those experiences and that was helpful to both parties. Maybe such discussions 

can be moderated by the PC team so that they can clarify on misinformation.” 

Dawa concluded by saying “I am sharing my experiences thinking that I can contribute something 

because I do not want others to go through the same challenges my dad and our family went 

through.”  

Need for palliative care in advanced breast cancer – differences in the experiences among 

women in Bhutan and in Western Australia 

As a part of this PhD research program (explained in Chapter 3), nine women, four in Bhutan and 

five in Western Australia (WA) living with advanced breast cancer were also interviewed. The aim 

was to explore and understand the differences in their needs and experiences living with the 

disease. The interview guides for Bhutanese and WA women are included as Appendix 17 and 

18, respectively. In this chapter, the interview transcripts were used to identify the need for PC 

among Bhutanese women and to inform how PC made a difference in their QOL among WA 

women. While in Bhutan, PC is just emerging, in Australia, 30 years of PC service was recently 

celebrated.348 The four Bhutanese women, whose ages ranged from 36 – 56 years (mean 44.75, 

SD 9.8), were recruited from the national referral hospital. They were either receiving 

chemotherapy, symptomatic treatment or had come for a follow-up visit. Among the WA women 

whose ages ranged from 66 – 81 years (mean 73.2, SD 5.3), three were from the Perth 

metropolitan area (two were admitted in the hospital and one was at her home). The other two 

were from Albany, a port city in the Great Southern region of WA. While all five WA women had 
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a minimum of higher secondary education, three out of the four Bhutanese women had never 

been to school. Appendix 19 includes the voices of all nine women pertaining to the need for PC.  

Among the Bhutanese women, irrespective of having been to school or not, the need for correct 

and adequate information about the disease, the importance of seeking early cancer treatment, 

and the available treatment options at the initial stage of the diagnoses were critical. The lack of 

such vital information had led them to resort to using alternate medicines, which delayed cancer 

treatment and caused poor QOL all throughout. As I felt this hard lump, my husband and I got 

very scared. We immediately consulted a spiritual healer who agreed to help us (Bhutan [BTN] 1). 

While she also went to hospital and got a biopsy done, she was misled by the information she 

received from a health professional there, and thereafter the course of treatment completely 

changed. The doctor [who handed the report] told me it is a cyst in the breast and when I asked 

what to do with the cyst he said that I could do all the rituals that we Buddhists do at this time 

and then decide and come back. He did not tell me it is cancer. We then decided to go for herbal 

treatment (BTN 1). 

One of the women in Bhutan was not even aware that the growing lump in her breast was 

abnormal. You know we usually have this solid lump in the breast. Earlier, I noticed it was small 

and I just continued weaving. Later it became quite big and hard (BTN 4). She went to a nearby 

hospital only when she experienced pain. She was immediately asked to go the national referral 

hospital. However, she did not follow the advice. They did an ultrasound and told me to go 

immediately to Thimphu [national referral] Hospital but I did not go because I was very scared 

they I will cut it off. I had heard that many women were getting their breasts cut off these days in 

Thimphu hospital (BTN 4). She refused to go to hospital despite experiencing severe symptoms 

and, instead, went to a local traditional healer. I started having severe pain. By then my breast 

had become this big [indicated with her hand]. I went to a traditional healer and when I showed 

him my breast he immediately said that it is cancer and that it will have to be cut off. He performed 

some healing practices by sucking out of the poison. But I could not resist the pain. It was very 

painful. I returned home (BTN 4). She still did not go to hospital and continued visiting the 

traditional healer until she could not tolerate the pain anymore. I went back to him [traditional 

healer] a month later and he did the sucking once again. There was more swelling and it was very 
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painful. Then I went to [community] hospital where they again did an ultrasound and told me to 

go to Thimphu hospital immediately. I said I will go. I then immediately came and they did the 

surgery within a week (BTN 4). That was more than one and half years after the initial pain. She 

later realized hospital was the best place to rely on. I feel that if I had adequate information 

[earlier] I would not have feared and suffered so much (BTN 4). 

All WA women were very clear about the importance of timely medical treatment. They all 

received immediate treatment including surgery, chemotherapy and/or radiotherapy following 

diagnoses. My medical treatment is very, very important. I met a surgeon who operated on me. 

Then I was put on chemotherapy. Later, I have had cyberknife and that is radiotherapy (WA 1). 

The next thing (after confirming the presence of lump) I was referred to a breast surgeon and 

within a week chop, chop [surgery] …laughs… (WA 4).  

Some WA women knew about PC and its benefits. I initially thought PC was the road to the end 

[but] once I worked out around what it is, I think it [PC] is very helpful (WA 1). It [PC] is going to 

keep me as comfortable as possible (WA 3). However, some WA women also had misconceptions 

about PC that it is only for EOL. They can’t put me into PC because there is no definitive time yet 

(WA 5). While three WA women were receiving active PC, the other two were aware that they 

can avail it anytime they need. Now I am under a PC specialist but he really hasn’t done anything 

much as yet but he is just there in the background for when things do start [need for palliative 

care], like they are starting now much more (WA 1). To some WA women PC had improved their 

QOL, however, for some, PC could not adequately address the complex issues they faced leading 

to a decision to opt for voluntary assisted dying (VAD). They (palliative care team) are supporting 

me [but] haven’t made that difference. I still got no quality of life. And you know I have no future 

with quality life. If there was a future I am a fighter I would fight but doesn’t have future you 

know. And I am out of fight. I am tired. I want to go (WA 5) (who died a month later availing VAD.  

Some women in WA felt they are given adequate information by their doctors. We have doctors 

who tell you what’s wrong and what’s right (WA 3). Unlike women in Bhutan, WA women asked 

questions to their doctors to get adequate information. Yes [I have had adequate information] 

because I ask them questions (WA 4). Nevertheless, some WA women still emphasized the need 

for adequate and timely information about the disease progression and the treatment options 
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to help improve their QOL. I didn’t know anything about when the cancer metastasizes, you know. 

I had no information on it [until] later [when] one of the oncologists explained to me and my 

husband. That then threw a bit of a different light on what type of treatment I was going to have 

(WA 2). To some women in WA, correct and adequate information helped them to organize their 

EOL issues. My oncologist told me that it [EOL] is getting close. [Since then] I have been giving 

away my jewelleries and other stuff. I would like to tidy things up before I go (WA 4).  

Palliative care needs among Bhutanese women were complex. Since I have not been able to move 

my hand [paralysis following mastectomy] [and] my husband is physically disabled, everything 

has become difficult for us you know, right from meeting our day-to-day basic needs including 

food. I worry about how our children will continue their studies. I cannot do anything. I get severe 

pain in my hand. I cannot even dress up on my own (BTN 2). The women also needed assistance 

with personal hygiene, proper wound care and financial support. We have no source of income. 

We have been always borrowing from here and there to come for my treatment. It is hard. They 

discussed if the facilities were closer to where they lived. I really wish that these medicines are 

available in the hospitals nearby our village (BTN 3). If the medications were available nearby our 

village that would be very helpful (BTN 2). 

Besides medical treatment, some of the WA women also regarded spirituality and religious faith 

as an important part in their illness journey like the Bhutanese women.  [While] my medical 

treatment is very, very important I [also] have a strong faith, as a Christian, which helps me see 

my [cancer] journey as a part of my life (WA 1). 

Brief discussion about the stories 

The narratives of lived experiences among patients and families in Bhutan affected by life-limiting 

illnesses have strongly informed a need for PC in the country. Identified as ‘low cost high value’,349 

PC, a multidisciplinary approach to holistic care, if available, could potentially have addressed the 

diverse and complex needs of all those patients and families and could have drastically improved 

their QOL at various stages of the illness trajectory. With home PC service, patients like Muku 

and Sangay could have been cared for in their home and been supported to die at home— 

relieving much of their social and psychological distress. Without even knowing about PC, Choden 



116 
 

highlighted a need for a team of professionals to care for patients with advanced illnesses. In 

Bhutan, a PC team could include counsellors, psychologists, social workers, spiritual and 

community leaders and volunteers besides clinicians to address the complex issues of patients 

and families— ensuring holistic and quality care, dignified and peaceful death of patients like 

Sangay.  

Several stories have further emphasized that providing financial support to patients and families 

affected by terminal illness is paramount for PC in Bhutan. Past evidence has also indicated that 

financial support is a crucial need among patients and families affected by advanced illnesses in 

Bhutan.321,350 The need for effective communication, an essential component of PC,351 with 

adequate exchange of information is highlighted in several stories including those of women 

living with advanced breast cancer both in Bhutan and in WA. The stories also revealed that, 

despite having well-established PC service in WA, some women with unique and complex issues  

chose to avail VAD which was recently legalized in the state.352 These stories suggest integrating 

PC at the early stage of the diagnosis along with other therapeutic treatment as well as making 

it as centered as possible to the specific needs of individual patients and families to ensure their 

best possible QOL as emphasized by the WHO.148 

Chronic diseases, including both advanced cancer and other non-malignant conditions such as 

Alzheimer’s disease, cardiovascular diseases and other organ failure (lung, liver and kidney) can 

all benefit from PC.121 There is a common misconception that PC is only for cancer patients.353 

Although, historically PC began with providing symptom control and support for cancer patients 

only, today, PC emphasizes what the ‘need’ is rather than the diagnosis.133,353 Hence, any 

patients, including children, and their families affected by any life-limiting illness can receive 

PC.121  

Conclusion 

Palliative care has become the need of the hour globally, and more so, in LMICs. As in most LMICs, 

PC is very limited in Bhutan. This chapter has provided extensive information on the need for PC 

in Bhutan from the consumers’ perspective. The voices of those patients diagnosed with 

advanced illnesses, many of whom have already died by now, and their families is expected to 
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inform policy changes enabling integration of suitable PC into the Bhutanese healthcare system. 

The stories of WA women informed that PC does make a difference in improving the QOL 

although much more needs to be done still in countries like Australia. With appropriate strategies 

in place, resource poor countries like Bhutan, can afford to provide adequate PC to all patients 

with life-limiting illness and their families. Palliative care can address unnecessary suffering and 

improve QOL among such patients and their families. Further, it will also help ensure a dignified, 

quality and peaceful death for patients. Therefore, this evidence, ‘first-of-its-kind’ for Bhutan, is 

expected to partly meet an important aspiration of a Gross National Happiness country - ensuring 

the overall wellbeing of the people.   
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CHAPTER 6. NEED FOR PALLIATIVE CARE IN BHUTAN: THE PROVIDERS’ 
PERSPECTIVE 

Introduction 

Needs assessment is an essential step in planning any service for the community. Assessing 

health needs ensures that the health service uses its available resources to improve the health 

of the population in the most efficient way.255,354 For the healthcare need to be achievable, 

equitable and cost-effective, Cuyler proposed that it should be easily interpretable, directed to 

the healthcare system’s goal, should be ‘horizontally’ and ‘vertically’ equitable and person-

centered and, importantly, it should be linked to the available resources.260  

Healthcare professionals (HCPs) can provide an understanding of the holistic needs of their 

patients in the community.255 Especially in palliative care (PC), where the needs are often very 

complex,104 combining population needs assessment with personal knowledge and experiences 

of HCPs involved in their care contributes to a holistic assessment.355 Evidence indicates that 

hospitals and primary care providers should both be involved in developing appropriate services 

that meet the needs of their local populations.255  

To achieve a holistic assessment of the needs for PC and to plan for an appropriate model, the 

WHO also recommends considering assessment of needs among all relevant groups including 

patients suffering from a life-limiting illness, their families as well as the HCPs involved in the care 

of those patients.96 Moreover, a rigorous needs assessments is also paramount to convince 

governments and other relevant stakeholders to prioritize appropriate PC service in the 

country.267  

In this chapter, the views and perceptions of Bhutanese HCPs about the need for PC in Bhutan 

and how it should be provided according to the socio-economic, cultural and spiritual context of 

the country are presented. It thus considers Bradshaw’s ‘normative’ needs.258  

Assessment of Needs for Palliative Care in Bhutan among Healthcare Professionals  

Besides recruiting patients and families, discussed in Chapter 3, Bhutanese HCPs including 

doctors, nurses, pharmacists, physiotherapists, health assistants and Drungtshos from all levels 
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of healthcare, were involved through survey, in-depth interviews and focus group discussions. 

Although most HCPs were not well aware of the concept of PC, when informed about the subject 

and approached for participation, they showed immense interest in this research. The number 

of participants exceeded the initial sample size that was calculated based on the number of HCPs 

in each health centre. The collected information, through survey, Focus Group Discussions (FGDs) 

and in-depth interviews, resulted into two manuscripts with two distinct research objectives - 

one strongly informing the crucial need for PC in Bhutan and the other indicating how it should 

be delivered according to the socio-cultural and spiritual context of the country. The manuscripts 

are presented below.  

Manuscript 4: “There is no such word as palliative care for us at the moment”: A mixed-

method study exploring the perceptions of healthcare professionals on the need for palliative 

care in Bhutan. 

Preamble  

The aim of this cross-sectional, mixed-method study was to explore the perspectives of 

Bhutanese HCPs on the need for PC in Bhutan. Recruited through purposeful sampling, the HCPs 

participated through quantitative surveys and qualitative in-depth interviews and FGDs. One 

hundred and eighteen HCPs, almost 50 more than the initial sample size, completed the survey. 

While the majority (87%) were directly involved in caring for patients with a life-limiting illnesses, 

81% were involved in caring for patients at EOL and dying.  However, only 14% of the participants 

had received some form of short-term training in PC for a duration ranging from one day to six 

weeks. The participants identified several challenges in providing adequate and quality PC. 

Challenges included inadequate PC knowledge and skills leading to inadequate pain relief, poor 

communication and not being able to provide holistic care; having limited resources such as 

inadequate analgesics, shortage of doctors and nurses and lack of a PC team; issues such as 

patients not knowing about their illness and its prognosis and their financial problems; and lack 

of supportive policies and other systemic issues. 

Sixty three participants out of 118 took part in the FGDs and in-depth interviews. The data were 

analysed following the steps of thematic analysis described by Braun and Clarke which includes 
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i) familiarizing with the data; ii) generating initial codes; iii) searching for themes; iv) reviewing 

those themes; v) defining and naming themes; and vi) writing up the report.356,357 The 

participants’ voices resulted in four major themes: i) difficult experiences in caring for patients 

with advanced illness and at EOL; ii) high PC needs of patients and families; iii) challenges faced 

while caring for patients with advanced illness and those at EOL; and iv) perceptions of HCPs 

about the real need for PC in Bhutan. The manuscript is submitted to the Asia Pacific Journal of 

Public Health for review and publication and is prepared accordingly. 
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Abstract  

Palliative care is least developed in low-and-middle-income-countries. This cross-sectional, 

mixed-method study aimed to explore the perspectives of Bhutanese healthcare professionals 

about the need for palliative care in Bhutan. Participants from all levels of healthcare were 

recruited through surveys, focus group discussions and in-depth interviews. While most of the 

participants were directly involved in taking care of terminally ill and dying patients, only 14% 

had received some form of palliative care training. Ninety five percent of participants reported 

facing various challenges while caring for these patients. The qualitative data generated four 

major themes: distressing experiences in caring for terminally ill and dying patients; high 

palliative care needs of patients and families; challenges faced while caring for terminally ill and 

dying patients; and the need for palliative care in Bhutan. This study identified a crucial need for 

palliative care in Bhutan and informs the development of a contextually appropriate public health 

model.  

Key words: Bhutan, healthcare professionals, mixed-method study, palliative care. 

What we already know 

• There is a huge need for palliative care in low-and-middle-income-countries (LMICs). 

• Palliative care is non-existent or minimally developed in most LMICs. 

• The World Health Organization recommends cost-effective and practical public health 

strategies to palliative care. 

What this article adds 

• Palliative care is an emerging concept in Bhutan. 

• With very limited palliative care in place, Bhutanese healthcare professionals reported 

distressing experiences and challenges while caring for terminally ill and dying patients. 

• A need for a palliative care model with suitable policies, adequate education and training 

of healthcare professionals and public, availability and accessibility of essential medicines 

including opioids and implementation according to Bhutanese contexts is identified. 
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Introduction 

The need for palliative care (PC) is increasing worldwide.14 By 2025, it is estimated that there will 

be 1,200 million people above 60 years old with an associated increase in chronic diseases.82 

Although identified as a fundamental human right,148 PC has not received the required attention, 

particularly in low-and-middle-income-countries (LMICs).13 Almost 80% of global PC needs are in 

LMICs where it is either non-existent or minimal.12 In 2014, the World Health Assembly declared 

that PC must be integrated into national health systems.10  

Bhutan, a tiny kingdom in Southeast Asia, has a population of 786,374 (2022).28 It is known to the 

world for Gross National Happiness – a concept where the country’s development is not 

restricted to economic progress but is inclusive of the holistic wellbeing and overall happiness of 

its people.73 Healthcare is delivered through a three-tiered system where Primary Health Centres 

function at the primary level, district and community hospitals at the secondary level and the 

regional and national referral hospitals at tertiary levels.50 Traditional medicine is integrated with 

the national health system.50 

The life expectancy of Bhutanese people has increased from 35 years in 1960s to 72 in 2021.358 

However, Bhutan is challenged by a double burden of high rates of infectious and non-

communicable diseases. While HIV/AIDS, dengue fever, multidrug resistant tuberculosis (MDR-

TB) and novel infections such as COVID-19 continue to exist, non-communicable diseases like 

cancer, organ failure, dementia and motor neuron disease are increasing every year.44  

Despite tremendous progress in healthcare in the last six decades, PC is at a nascent stage in 

Bhutan. Besides a very limited home PC service established in 2018 at the Jigme Dorji Wangchuck 

National Referral Hospital in the Kingdom’s capital, Thimphu, there are no other PC services in 

place. However, the Bhutan cancer control strategy (2019-2025) recognized PC as an essential 

element of the healthcare system.60 Recently, an investigation of the need for PC among 

Bhutanese patients diagnosed with advanced illnesses and their family members demonstrated 

an  urgent need for a contextually appropriate PC model.321,350  
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This study aimed to explore the need for PC in Bhutan from the healthcare professionals’ (HCPs) 

perspectives. It is a component of a larger research program aimed at developing a suitable PC 

model for Bhutan.  

Methods  

Study design and setting 

This cross-sectional, mixed-method study involved integration of both quantitative and 

qualitative data in a single study which provides a firm foundation for drawing inferences.201,202 

Data collection, involving a survey, focus group discussions (FGDs) and in-depth interviews, was 

done between May and August 2019. The study sites included the national referral hospital, the 

two regional referral hospitals, four district hospitals, two community hospitals, the Traditional 

Hospital and two primary health centres across the country. 

Study population and sampling 

The lead author (TDL) is a lecturer in Bhutan with experience in PC and previously worked as a 

clinical nurse in some of the study sites. She visited each location and approached doctors, 

nurses, physiotherapists, pharmacists, health assistants and Drungtshos (traditional physicians) 

to explain the research and provide a participant information form.  Most of those approached 

asked for more information about what PC was to allow them to make a participation decision. 

Questions were answered in informal conversations with TDL prior to the person giving consent. 

For the survey, 137 participants were recruited. Using purposeful sampling, at least one person 

from the above categories of HCPs were also enrolled for FGDs. At two sites where there was 

only one eligible participant, in-depth interviews were conducted. Participants were excluded if 

they did not belong to the above health professional categories because the research team 

considered the identified professionals to be the most frequent professional carers of people 

dying in Bhutan. 

Data collection tools 

For the quantitative survey, a structured questionnaire (Appendix 20) collected participants’ 

socio-demographic characteristics, information on PC training, involvement in caring for 
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terminally ill and dying patients, and free text answers about the challenges they faced while 

caring for those patients. For FGDs and in-depth interviews, a semi-structured interview guide 

was developed (Appendix 21) to explore views on the need for PC in Bhutan. As PC was unknown 

to many, sharing between those who had some experience of or training in PC and those with 

none was encouraged in the FGDs to deepen the groups’ understanding of PC and support more 

informed discussions. 

Data collection 

Participants were requested to return the survey within three days. TDL then conducted the FGDs 

and interviews. Informed, written consent was obtained prior to commencement of audio-

recording. Most discussions were in English although Dzongkha, the national language, and other 

local dialects were occasionally used. Author TDL is fluent in these languages. Contemporaneous 

field notes recorded experiences during data collection. Achieving data saturation was not 

considered because immediate data transcription and analysis was not possible as TDL was also 

collecting data among patients and their families simultaneously.  

Data Analysis 

The quantitative data were analysed using Statistical Analysis System (SAS) software, version 

9.4,197 where descriptive statistics (frequency, percentage, means and standard deviation) were 

calculated. The responses to the open-ended questions in the survey regarding the challenges 

faced were coded by TDL and the frequencies reported. For the qualitative data, TDL listened to 

each recording several times before transcribing verbatim in English. When required, TDL sought 

assistance from Bhutanese academic colleagues to ensure accurate translation. Thematic 

analysis was undertaken using the steps described by Braun and Clarke.356 Each transcript was 

read several times by all the co-authors to familiarize with the data and identify initial codes 

which were managed using NVivo 12. Themes were finalized by consensus among all authors.  
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Results 

Quantitative results 

One hundred and eighteen surveys were returned (response rate = 86%). The age of participants 

ranged from 23 to 62 years (mean 33.6, SD 7.6). The sociodemographic characteristics of 

participants are presented in Table 7.  

Table 7: Sociodemographic characteristics of healthcare professionals 

Healthcare workers (n=118) 
  n %   n % 
Gender     Specialty     
       Male 75 63.6      General 49 41.5 
       Female 43 36.4      Pharmacy 8 6.8 
Occupation          Physiotherapy 8 6.8 
       Nurse 61 51.7      Intensive care Unit 7 6 
       Doctor 27 22.9      Gynaecology/Obstetrics 4 3.4 
       Drungtsho* 9 7.6      Surgery 3 2.6 
       Pharmacist 8 6.8      Medicine 1 0.9 
       Physiotherapist 8 6.8      Community 4 3.4 
       Health Assistant 5 4.2      Traditional medicine 8 6.8 
Qualification          Others 26 22.2 
      Certificate 10 8.5 Years in Service     
      Diploma 40 33.9      0 – 5 Years 58 49.2 
      Bachelor’s degree 47 39.8      6 -10 years  22 18.6 
      Masters and above 21 17.8     11 -15 years 15 12.7 
          16 – 20 years 14 11.9 
          >20 years 9 7.6 
      

Training in palliative care and involvement in patient care   

Most participants (n=103; 87%) were directly involved in caring for patients with advanced 

illnesses including cancer, organ failure, dementia and MDR-TB, and 95 (81%) were involved in 

caring for dying patients. Only 17 (14%) had received some form of PC training (duration ranging 

from one day to six weeks, mostly in other Asian countries).  
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Challenges encountered by participants in caring for terminally ill patients 

Most participants (n=115; 97%) reported open comments related to the challenges they faced 

caring for terminally ill and dying patients. These related to lack of knowledge and skills in PC 

leading to inadequate pain relief, poor communication and not being able to provide holistic care 

(n=72 comments); limited resources including inadequate analgesics, shortage of doctors and 

nurses and lack of PC team (n=23); patients’ concerns including illiteracy and financial challenges 

(n=22); lack of supportive policies and other systemic issues (n=14) and others (13) (Figure 15).  

Figure 15. Challenges faced in caring for terminally ill patients 

 

Qualitative data analysis 

Sixty-three of the survey participants (nurses=23, doctors=16, Drungtshos=9, pharmacists=7, 

physiotherapists=4 and health assistants=4) took part in 11 FGDs and two in-depth interviews 

across 13 study sites. Participants’ ages ranged from 24 to 55 years (mean 34.5, SD 7.51) and 

their number of years in service was between 1 to 32 years (mean 9.2, SD 7.64). In Thimphu, 

three separate FGDs were conducted, one with the home PC group, one among other HCPs and 

one with Drungtshos at the traditional hospital. In-depth interviews were conducted in one of 

the community hospitals and a primary health centre.  
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Four major themes were generated: (1) distressing experiences in caring for terminally ill and 

dying patients; (2) high PC needs of patients and families; (3) challenges faced while caring for 

terminally ill and dying patients; and (4) the need for PC in Bhutan.  

Theme 1. Distressing experiences in caring for terminally ill and dying patients  

Participants reported observing numerous adverse patient experiences which in turn resulted in 

personal distress (see Table 8). Some reminisced that most of their deceased patients did not 

receive adequate care (Table 8, Q8.1 - 2.3) and talked about how confronting it is to witness 

suffering at the end-of-life (Table 8, Q8.4). Participants discussed how they struggled to manage 

patients’ symptoms, especially if diagnosed at advanced stages (Table 8, Q8.5). Some participants 

reflected on distress they caused by their unskilled practice (Table 8, Q8.6) and others shared 

their experiences of how communication about diagnosis and prognosis impacts on the 

difficulties they experience caring for patients (Table 8, Q8.7, Q8. 8).   

Theme 2. High PC needs of patients and families 

Participants recognized that PC needs are unique to each patient and that care should be tailored 

accordingly (Table 9, Q9.1, Q9.2). While some participants identified adequate symptom 

management as the main need, others emphasized listening to the patients, mental health 

support and attending to their basic needs such as nutrition and hygiene (Table 9, Q9.3 – Q9.6). 

Participants discussed that most patients and their families needed comprehensive information 

to understand their illness and its prognosis (Table 9, Q9.7, Q9.8). Psychological, social and 

spiritual support was identified as vital (Table 9, Q9.9 – Q9.11). Participants also discussed the 

complex needs of family members (Table 9, Q9.12 – Q9.14).    
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Table 8. Participants’ quotes about distressing experiences while caring for terminally ill and dying patients 

Sub-themes Participants’ Quotes 
Observed 
suffering and HCP 
distress 

Q8.1. I have come across so many cases [with advanced illness] but the service or whatever the patient 
required or deserved was absolutely not enough. (Specialist) 
Q8.2. I feel that those people who have died so far really suffered with pain, we are not able to manage pain 
appropriately and adequately you know. (Doctor) 
Q8.3. When there was a bedridden patient, most often an elderly person, who could not move around and go 
to toilet, what they [families] used to do was take the patient outside the house. They won’t care if it is 
snowing or raining, they just pitched a tent and kept the patient outside. (Health Assistant) 
Q8.4. She [patient] was in such a pathetic condition that even for us to witness her situation was very difficult 
you know. I was so helpless. I felt like it is better not to be born than to suffer like that. (Health Assistant)  

Difficult 
experiences in 
managing pain 

Q8.5. Most of the cancers in our context are always advanced at initial diagnosis. I have quite a number of 
experiences seeing patients with advanced cancer but, to be frank, with very limited knowledge apart from 
managing pain which also is very difficult. (Specialist) 

Caused more 
distress due to 
inadequate skills 

Q8.6. I once had a breast cancer patient. Her cancer had involved her lungs and she was oxygen dependent. I 
once had a quarrel with her because she was consuming one cylinder of oxygen every day and we were 
running out of stock. So, I told her that she has to go to Thimphu [JDWNRH] [Laughs…] and patient felt very 
bad. So, small things really counts. (Specialist) 

When patients 
knew and did 
not know their 
diagnosis 

Q8.7. Most of the time the family members want us to conceal the truth [about the diagnosis]. In such case 
we face difficulties to manage at home because when patients do not know the diagnosis their expectation is 
different. (Nurse) 
Q8.8. Patients who know their diagnosis are easy to visit. They can make decisions and we can ask them to 
express their wishes. There are many wishes after medical treatment is no more useful—like spiritual wishes. 
That way patients are more at peace and some patients even go back to their village and they are actually 
doing much better with improved symptoms. (Nurse) 

QOL: Quality of Life; JDWNRH: Jigme Dorji Wangchuck National Referral Hospital; PC: Palliative care. 
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Table 9. Participants’ quotes about high PC needs of patients and families 

Sub-themes Participants’ Quotes 
PC needs are 
unique 

Q9.1. Different patients have different needs….. some need financial support, some have social issues like they 
don’t have children and they don’t have anyone to look after them. And some have severe pain. (Doctor) 
Q9.2. The needs for PC patients are different from the needs for other patients but in Bhutan we do not have 
separate PC units. So everyone is kept together, all mixed, and we [often] miss those who need priority. (Nurse) 

Main PC 
needs 

Q9.3. The main thing is psychological support and proper symptom control. There should be someone who can 
control the symptoms without fear and repercussion. (Specialist).  
Q9.4. One important thing is not just prescribing and giving advice and counselling, but listening to them. (Nurse) 
Q9.5. The biggest needs are addressing those basic needs - their personal hygiene, their elimination needs, 
nutritional needs, position changing and so on. First thing we have to address is how we can take care of those 
basic things [needs]. (Specialist).  

 Q9.6. Most of them are not able to avail kidney transplant and I think this is one reason why they are frustrated. 
They are often moody, sad and they often throw temper tantrums to the nurses. I think they feel that it is their end 
and not much can be done here after. May be PC might help these patients.  (Nurse) 

Information 
needs 

Q9.7. Patients and families do not have adequate knowledge or information about the disease process, why the 
disease is not treatable or curable. (Specialist) 
Q9.8. For an innocent villager he/she will not even know what cancer actually is. So it is very important to help 
them understand. (Health Assistant) 

Social, 
psychological 
and spiritual 
needs 

Q9.9. That poor lady who was here had so much of mental torture because she wanted to go home but could not 
go on her own. …she was not happy because her children from her first husband did not come to see her. (Health 
Assistant) 
Q9.10. Patients become psychologically better once they get social and financial support. (Doctor)   
Q9.11. Patients with advanced illness need lot of support. One thing we forget is their spiritual needs which is 
more important. Most of our patients are very religious. Spiritual support in the home-based settings and in our 
facilities when they are admitted is very important. (Doctor)  

Needs of the 
family 
members 

Q9.12. We always treat the patients, but we forget to treat the caregiver who is already so much stressed and 
traumatized. In the wards, they don’t [even] have a proper place to rest. (Specialist).  
Q9.13. The needs of the family members depend on their socio-economic background. If you have families with 
low socio-economic status and who do not have [much] knowledge, their needs are complex. (Specialist). 
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Q9.14. They [family members] have to do everything to take care of the patient. One is follow-up which is the 
most difficult thing in our country. One reason is due to financial constraints, other is because of the geography, 
then the monsoon season where there are rampant roadblocks. (Specialist).  
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Theme 3. Challenges faced while caring for terminally ill and dying patients  

Participants elaborated on numerous challenges they faced while caring for critically ill and dying 

patients (see Table 10) The lack of staff and time available for such patients, as well poor skills in 

communication, complex end-of-life decision-making and symptom control were acknowledged 

(Table 10, Q10.1 – Q10.6). While some participants expressed that because their practice was 

hospital-based they were unable to provide PC outreach into the home (Table 10, Q10.7), others 

gave examples of how the particular living circumstances of patients also resulted in challenges 

to delivery of care at home (Table 10, Q10.8). Some discussed the difficulty of supporting 

patients, especially if uneducated, to understand the seriousness and the incurable nature of the 

illness so that they could make good decisions for themselves and families (Table 10, Q10.9).  

Theme 4. The need for PC in Bhutan 

Participants stated the phrase ‘palliative care’ currently does not exist in Bhutanese clinical 

practice.  Even though the concept was new to many participants, they quickly embraced PC as 

needed, reflecting on particular groups that may especially benefit (e.g. MDR-TB) and suggesting 

it is now time for Bhutan to focus on integration of PC into the national healthcare system. 

Although a single referral centre for the most complex cases was felt to be important, participants 

also commented that any system should plan to deliver PC even to the most remote communities 

(Table 11, Q11.1 - Q11.5). Comments were made about the potential health economic benefit 

with PC and for increased satisfaction both for consumers and care providers (Table 11, Q11.6 – 

Q11.10). The importance of PC development occurring in a culturally aligned way was stressed 

as participants noted that while PC can relieve health-related suffering, for many Bhutanese, such 

suffering is often accepted as associated with patient’s Karma (the law of cause and effect) (Table 

11, Q11.13).  
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Table 10. Participants’ quotes about challenges faced while caring for patients with advanced illness and those at end-of-life 

Sub-themes Participants’ Quotes 
Time constraint Q10.1. The first challenge is always the time constraint given the number of patients and staff. If I had 

adequate time I would like to sit beside the patient and interact but the current situation is we give them 
chemotherapy and send home. (Nurse) 

Lack of PC 
knowledge and 
skills 

Q10.2. One challenge is that our knowledge on pain management is very limited.(Specialist) 
Q10.3. For me personally breaking a bad news is very challenging. (Doctor) 

Inadequate staff Q10.4. We do not have enough nursing staff to give complete care to those kind of patients [requiring 
PC]. (Specialist) 
Q10.5. We have got an acute shortage of nurses. Like today I have to look after the patients in the ward 
and then go to MOT for wound dressings. Then again I have to go to delivery room to conduct delivery. 
(Nurse) 

Decision making in 
the ICU 

Q10.6. One aspect of palliation is in the ICU. In a patient who is already brain dead …, the issue we face is 
when to withdraw the ventilator. The challenge is we do not feel confident to withdraw and stop the 
breathing. (Specialist)  

Policy issues  Q10.7. We cannot make home visits. It is very difficult and our policies doesn’t really support for that. It 
could be because of the financial implications. Therefore, I think there is nothing much to do unless 
patients come back to hospital. (Doctor)  

Dying in rented 
apartment  

Q10.8. We can manage [their] pain and other symptoms but … there are so many obstacles for them to 
die at home. …the house owners do not allow deaths to happen in their house. So most of our palliative 
patients are admitted here [in the hospital] at the time of death. (Doctor) 

Low level of 
education  

Q10.9. To make everyone [in the family] understand is very difficult because one thing is they are 
uneducated and so do not understand about the nature of the illness. (Health Assistant) 

MOT: Minor Operation Theatre; ICU: Intensive care unit; 
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Table 11. Participants’ quotes about the real need for palliative care in Bhutan 

Sub-themes Participants’ Quotes 
PC least 
prioritized till 
date 

Q11.1. There is no such word as PC for us at the moment. (Doctor) 
Q11.2. Palliative care is virtually non-existent in our country and since we are seeing an increasing number 
of chronic illnesses I think this is a very important step. This is one area where patients are receiving sub-
optimal care. (Doctor) 
Q11.3. Palliative care in Bhutan is very urgent now, badly needed and it will be more required in future. Just 
now we are lacking everything when it comes to PC. (Nurse) 

Time to focus 
on PC 

Q11.4. We have come a long way with primary health care and we are now at a stage where we need to 
focus on PC. We have lot of chronic patients with cancer, COPD, MDR-TB. Basically we want our patients to 
die without pain and with dignity. (Doctor) 
Q11.5. Globally, right now there is only 20% cure rate for XDR-TB. In Bhutan it could be as low as 10%. So out 
of 100 patients who are on treatment 90 of them will die. So that is how important PC is. (Doctor)  

Benefits of 
PC  

Q11.6. PC really reduces bed occupancy rates in the hospital and even makes patients and families 
comfortable. They find it beneficial. (Doctor) 
Q11.7. When I visited patient for the first time what I felt was, wow, why we haven’t provided this type of 
service before? Why, for the last ten years, resources has not been used for this kind of service? Why were 
doctors not involved in this type of service? Patients were happy, families were happy, communities were 
happy. Even we are also satisfied. (Doctor) 
Q11.8. Palliative care is very important. Even if there is no cure, if we control [their] pain and other 
symptoms, then even for few days patients can live happily. There is quality of life and patients are so much 
thankful. (Nurse) 
Q11.9. In PC we have a chance to understand the patient’s feelings, pain and all the problems. When we 
make them [patients] happy we ourselves feel happy and satisfied [as well]. (Nurse) 
Q11.10. For the patients, their families and for us it will be very satisfying if we provide PC even if the patient 
is ultimately going to die. I think we really need PC. (Health Assistant)  

Need for 
hospice and 
PC centre 

Q11.11. For a centre like JDWNRH we really need a hospice where we can properly take care of those 
terminally ill patients who need proper care. Not in a general ward setting where our staff, even the 
physician, will lose focus and in a way patient will be neglected. (Specialist) 

 Q11.12. I think there is a need for separate PC hospital for terminally ill patients with devoted healthcare 
professionals. (Nurse) 



134 
 

Suffering, 
Karma and 
PC 

Q11.13. ...as a Buddhist country, most of the time we blame the Karma but now as I experience more and 
more as a medical professional, I think we definitely lack this PC services. (Specialist) 

COPD: Chronic obstructive pulmonary disease; MDR-TB: Multi-drug resistant tuberculosis; XDR-TB: Extensively drug-resistant tuberculosis. 
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Discussion 

This mixed-method study found that Bhutanese HCPs had very limited exposure to PC. A lack of 

PC education and expertise lead to adverse experiences, challenges and personal distress as they 

cared for terminally ill patients. The main challenges related to the significant unaddressed 

physical symptoms and psychosocial needs experienced by patients; lack of staff knowledge and 

skills in PC; low health literacy among patients and families impacting on truth-telling, 

communication and advance care planning; and other practical and policy issues. The term 

‘palliative care’ was initially new to many HCPs but the process of being involved in this research 

transformed many into strong supporters for timely implementation of such care into the 

national health system.  

Other LMICs have responded to the call for PC by embedding a public health PC approach 11  of 

which education and training of the country’s HCPs is a key platform. This strategy has improved 

knowledge and skills, changed attitude towards the care of very ill and dying patients and enabled 

better symptom management elsewhere.84,87 The HCPs in this study were aware of their lack of 

knowledge of PC practice and reflected on the negative impact this had on patients, families and 

themselves so should be primed to access such education if offered.  

Inadequate manpower and lack of PC policies were additional challenges reported by 

participants. Policy is another integral platform of the public health approach to PC which 

supports other factors including curriculum design, medication availability and workforce 

development.82 With the introduction of relevant PC policies as the foundation upon which to 

develop services, several other LMICs have enabled adequate provision of PC services.3  

Healthcare professionals in our study recognized the broad extent of PC needs among patients 

ranging from basic needs such as in personal hygiene, nutrition and elimination, to physical 

symptom control, psycho-social and spiritual needs, information needs, and the complex needs 

of family members.  Without using such terminology, the concept of ‘total pain’104 was being 

described by these participants and their recognition of multifactorial suffering highlights the 

requirement for  PC to be developed within multidisciplinary teams in Bhutan.359  
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Of particular importance, HCPs reported widespread inadequate pain relief in the terminally ill in 

Bhutan. This is consistent with the concurrent studies by Laabar and team,321,350 where 

Bhutanese patients with advanced illness and their families also described unaddressed pain, 

highlighting it as a common, feared symptom which significantly impacted on quality of life. The 

specific topic of limited opioid availability and prescription was raised in this study. The 

international guidelines12 state that patients experiencing moderate to severe pain must be 

prescribed opioid analgesics and awareness that the availability of opioids, particularly morphine, 

is one factor that determines a country’s capability to provide adequate PC.247 In Bhutan, 

morphine is supplied up to community hospitals, although in limited stock, but not to primary 

health centres which limits access for patients outside of the major cities/towns.292 Alongside 

enhancement of PC knowledge and skills among HCPs, access to opioids, especially morphine, 

needs to be strengthened in Bhutan to provide these workers the policy settings and tools to 

provide adequate pain relief for all patients, irrespective of where they are dying.  

The participants in this study identified that communication around diagnosis and prognosis was 

often limited, due to poor communication skills in HCPs, low health literacy and concerns that 

patients would not want to know and families withholding this information. There were, 

however, stories of patients who knew about their terminal diagnosis with the HCPs involved 

suggesting such patients had better outcomes and general agreement that skills in this field 

should be part of the Bhutanese model of PC. This finding is reinforced by Laabar et al’s work 

which showed that all Bhutanese terminally ill patients interviewed – like many others in culture-

sensitive and family-connected societies.334,335 - wanted to know the truth about their 

diagnosis.321  

This study also found that low educational levels among patients and families complicated the 

provision of end-of-life care for the HCPs. Adult literacy in Bhutan is 66.6%.360 Health illiteracy, 

especially in rural Bhutan, suggests any future PC model will need to train and support HCPs in 

the delivery of comprehensive information about disease, treatment options and the expected 

trajectory in an empathic and appropriate way.121   

In support of the delivery of PC being based on the needs of patients and families irrespective of 

diagnosis, geographical location, or ability to pay,133 the participants spoke about how PC could 
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benefit patients with other chronic illnesses alongside cancer patients, and the need for PC closer 

to home and across all levels of healthcare facilities. They also suggested that PC could reduce 

healthcare costs while improving the quality of life of patients and families. Effective PC services 

can avoid repeated visits to emergency departments at end-of-life and reduce long-term hospital 

admissions and unnecessary referrals abroad.10-12 Escalating healthcare costs already pose a huge 

challenge to the Bhutanese government50 and, given the increasing trend of chronic disease and 

emerging threats like the COVID-19 pandemic coupled with limited curative facilities, the 

development of PC in Bhutan is crucial.  

Strengths and limitation 

Data for this study were collected from all levels of healthcare ranging from the national referral 

hospital to the primary health centres in remote communities of Bhutan. Various categories of 

HCPs have participated including traditional medicine practitioners. While some participants had 

never previously heard of PC, they were experts in understanding the challenges associated with 

providing good end-of-life care in Bhutan. Some healthcare facilities just had only one eligible 

participant. However, we used a purposive sampling strategy to engage a diverse range of 

participants with an in-depth knowledge of the phenomenon.  

Conclusion 

This study identified that Bhutanese HCPs had very limited exposure to PC but were very 

cognizant of the challenges in caring for terminally ill patients and supportive of PC becoming an 

integral component of the healthcare system. They were open to education and training, 

recommended an approach that aligns well with the public health model of the WHO and 

highlighted the requirement for a PC model customized to the socio-cultural and spiritual 

contexts of Bhutan. 
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and vi) socially, culturally and spiritually appropriate PC.  
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Abstract  

Background: Palliative care aims to relieve serious health-related suffering among patients and 

families affected by life-limiting illnesses. However, palliative care remains limited or non-

existent in most low- and middle- income countries. Bhutan is a tiny kingdom in the Himalayas 

where palliative care is an emerging concept. This study aimed to explore the views of Bhutanese 

healthcare professionals on how palliative care should be delivered in Bhutan. It is a component 

of a bigger research program aimed at developing a contextual based palliative care model for 

Bhutan.  

Methods: This is a descriptive qualitative study. Eleven focus group discussions and two in-depth 

interviews were conducted among healthcare professionals, recruited through purposeful 

sampling, from community health centres, district hospitals, regional and national referral 

hospitals, and the traditional hospital in Bhutan.  

Results: The participants in this study emphasized the need for suitable palliative care policies; 

education, training and awareness on palliative care; adequate access to essential palliative care 

medicines; adequate manpower and infrastructure; and a multi-disciplinary palliative care team. 

Participants confirmed a socially, culturally and spiritually appropriate approach is crucial for 

palliative care services in Bhutan.  

Conclusion: Despite palliative care being a young concept, the Bhutanese healthcare 

professionals have embraced its importance, emphasized its urgent need and highlighted their 

views on how it should be delivered in the country. This study will help inform the development 

of a public health-focused palliative care model, socially, culturally and spiritually applicable to 

the Bhutanese people, as recommended by the World Health Organization.  

Keywords: Palliative care, Bhutan, healthcare professionals, qualitative study. 
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Key recommendations from the findings  

• Bhutanese policy makers, healthcare professionals and public should be educated on 

palliative care and its importance. 

• Suitable policies should be developed to integrate palliative care into Bhutanese 

healthcare system. 

• Palliative care medicines, especially opioids, should be available and accessible at all 

levels of healthcare in Bhutan. 

• Contextually appropriate palliative care service needs to be developed urgently at all 

levels of healthcare and community in Bhutan. 

Introduction 

The demand for palliative care (PC) has rapidly increased as the world’s population ages and 

cancer and other chronic diseases accelerate.14 Identified as a fundamental human right,8,9,145,148 

PC aims to relieve serious health-related suffering among patients diagnosed with life-limiting 

illnesses and their families including grief and bereavement support.7,132  

However, PC remains limited or non-existent in most low-and middle-income countries (LMICs) 

where 76% of the need exists.14 Since the 1980s the World Health Organization (WHO) has 

identified PC as a public health priority,82 but many LMICs have not yet integrated it into their 

public health agenda.77,218,361 In 2014, the World Health Assembly emphasised that PC is an 

ethical responsibility of national health systems and an ethical duty for all health care providers.10 

While progress has been made in strengthening PC services, unacceptable gaps still exists, 

particularly in LMICs.14  

Bhutan is a small mountainous country located between the two giant nations, China and India. 

It has a population of 786,374.28 Bhutan is popularly known to the world as a country of happiness 

with Gross National Happiness.73  

Since the early 1960s, Bhutan has made tremendous progress in modernization. Along with 

increased infrastructure and manpower, healthcare services have drastically improved and the 

life expectancy of its people has more than doubled from 35 years in the 1960s to 72 in 2021.45 
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However, today the country is challenged by the double burden of communicable and non-

communicable diseases often contributing to poor quality of life and death among the Bhutanese 

people. Infectious diseases like HIV/AIDS, dengue fever and MDR-TB continue while cancer, 

organ failure, dementia and motor neuron diseases are increasing.44,50 Unique to Bhutan is the 

integration of traditional medicine as a part of the national health system.362 A unit of traditional 

medicine is available in every hospital throughout the country.  

Palliative care is in its infancy in Bhutan as it is in many other LMICs. In 2018, a home PC service 

was started at the Jigme Dorji Wangchuck National Referral Hospital (JDWNRH) where three beds 

were allocated for PC in the oncology ward.66 In 2020, a PC service package integrating traditional 

medicine into PC was launched by the Ministry of Health.71 Concurrent to this study, the need for 

PC among Bhutanese patients with advanced illnesses and support needs for their family 

members were explored.321,350 The recent Bhutan cancer control strategy (2019-2025) reflected 

PC as an essential component.60  

Bhutan is predominantly a Buddhist country and despite being a small nation, there are varied, 

unique cultural traditions, beliefs and values particularly associated with chronic illness, death 

and dying within the country. Thus, an effective, integrated and culturally relevant PC service is 

crucial.  

This study aimed to explore and understand the views of Bhutanese healthcare professionals 

(HCPs) on how PC should be delivered in Bhutan and what is needed to develop it. This study is 

a component of a bigger research program aimed at developing a suitable PC model for Bhutan.  

Methods 

Study design and setting 

This is a descriptive qualitative study. Focus group discussions and in-depth interviews were 

conducted among HCPs working in health facilities across the country. The study sites included 

the national referral hospital in the capital city, Thimphu; the two regional referral hospitals 

located in the east and central Bhutan, four district hospitals, two community hospitals, two 

primary health centres and the main traditional hospital in Thimphu.  
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Study population and sampling 
Participants were recruited through purposeful sampling stratified by categories to ensure a 

heterogeneous distribution across health and medical disciplines.  

Data collection  

Data collection was undertaken between May and August 2019 by author TDL, a Bhutanese 

registered nurse and lecturer with experience in PC. Eligible HCPs were approached with 

permission from each hospital executive. Interested participants were requested to read the 

information form and their participation was confirmed with a written consent. 

All focus group discussions were conducted within the facility premises in afternoons as this was 

a quieter time for clinicians. In two of the study sites there was only one eligible participant for 

whom in-depth interviews were conducted. The duration for focus group discussions and 

interviews ranged from 32.18 – 95.14 minutes with an average of 65.17 minutes. 

All the FGDs and interviews were conducted by TDL using a semi-structured guide (see Appendix 

21) which was developed following review of relevant literature, discussions and consensus 

among authors. TDL directed questions and moderated the discussions. Each focus group 

discussion and interview was audio recorded with prior consent from the participants. Most 

discussions were in English although there was occasional use of Dzongkha, the national 

language, and other local dialects. TDL, who has experience working in some of these study sites, 

is fluent in these languages.  

Achieving data saturation was not considered because immediate data transcription and analysis 

was not possible within the limited duration of field work where TDL was simultaneously 

collecting the qualitative and quantitative data among patients with advanced illness and their 

families for the broader research program. A purposive sampling strategy was used to recruit 

participants for interviews and focus group discussions— conducted in all the study sites, at all 

levels of healthcare across the country. Field notes were maintained to record experiences and 

contextual realities. 
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Data Analysis 

TDL listened to each recorded discussion several times and then transcribed verbatim. For those 

in other languages, careful translation was done prior to transcribing in English. For rigor and 

trustworthiness, recordings, especially involving local dialects, were cross checked with the 

transcripts by Bhutanese health/academic colleagues through email exchanges whenever 

necessary and, where required, corrections were made. The transcripts were entered into a 

qualitative data analysis software, NVivo, version 12. The steps for thematic analysis described 

by Braun and Clarke were used.356,357 Each transcript was read several times to fully understand 

the data. A line-by-line coding was generated to identify and interpret the patterns of themes. 

The identified themes were then reviewed to check if they matched the codes and data set. The 

themes were then named and relevant quotes were included against each theme.356 Field notes 

were used to relate the contextual realities of each focus group discussion and interview. All co-

authors read the transcripts, discussed and reached final consensus on the themes that were 

generated.  

Ethical consideration 

Ethical approval for this study was provided by the Human Research Ethics Committee at the 

University of Western Australia (RA/4/20/4990) and the Research Ethics Board of Health in 

Bhutan (REBH/Approval/2018/097).  

Results 

A total of 63 HCPs participated in 11 focus group discussions and two in-depth interviews 

conducted in 12 facilities (Table 12). Three separate discussions were conducted in Thimphu – 

one with the Home PC group, one with other HCPs at the national referral hospital and one with 

Drungtshos at the Traditional Hospital. The participants’ age ranged from 24 -55 years (mean 

34.2, SD 7.6) and their years of service from 1-32 years (mean 8.8, SD 7.7). The number of 

participants in each focus group discussion ranged from two to eight. Although most of the 

participants were directly or indirectly involved in caring for patients with advanced illness, only 

the four participants from the Home PC Group were involved in a formal PC service. At the time 

of the study, this PC service was limited to advanced cancer patients only.  
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Table 12. Categories of HCPs who participated in FGDs and in-depth interviews 

Participants (n=63) 

Categories n (%) 

Nurses 23 (36.5) 

General medical doctors 8 (12.7) 

Medical specialists  8 (12.7) 

Pharmacists 7 (11.1) 

Physiotherapists 4 (6.3) 

Health Assistants 4 (6.3) 

Drungtshos 9 (14.3) 
Drungtsho – Traditional Physician 

Participants confirmed it was urgent to develop PC in Bhutan. They could foresee that PC would 

be useful to them both professionally and personally. 

There is an urgent need for PC service in our country and we really need to integrate it into our 

[health] system. (General Doctor) 

Palliative care is needed in Bhutan because I am not thinking of patients you know, it can be one 

of us one day. Everyone has to go through this which means everyone needs PC. (General 

Doctor). 

Six major themes have resulted from the analysis of the transcripts: (i) government support for 

suitable policies; (ii) PC education, training and advocacy; (iii) availability and accessibility of 

essential PC medicines; (iv) workforce and infrastructure; (v) interdisciplinary PC team; and (vi) 

socially, culturally and spiritually appropriate PC. Here, these themes are discussed and 

supported by verbatim quotes from participants.  

1. Government support for suitable policies  

Participants emphasized the critical need for government and policymakers to be involved, 

including development of policies to enable integration of PC into the health system. 

One thing is that we need to have policy in place. Please make sure that this really gets to the 

policymakers because we know that due to better healthcare our lifespan is increasing but NCDs 



145 
 

[non-communicable diseases] are [simultaneously] increasing as well. So, PC is very important. 

(Physiotherapist). 

This care [PC] is going to be intensive, time consuming, and the financial aspect is also going to 

be a big burden. So [the] Ministry of Health should really be made aware and committed to initiate 

PC for the benefit of our patients. (Specialist). 

While some participants suggested PC should be a separate program in the Ministry of Health, 

others recommended that PC be associated with the cancer control program. 

First and foremost we need to have a dedicated cancer program in the Ministry of Health and 

then PC should come as a major player in there. (Specialist).  

Some participants also highlighted that PC should reach to ‘the grassroots level’ (Nurse), referring 

to the need to include rural communities. 

Others emphasized the need for suitable PC guidelines. 

We do not have clear guidelines for [a] systematic way of caring for [PC] patients. So if you could 

come up with some real evidence based guidelines. (General Doctor). 

2. Education, training and advocacy 

Most participants expressed the need for PC education, training and advocacy for everyone 

including healthcare professionals, policymakers and the general public.  

Palliative care, being relatively new, we have to sensitize our people. [Even] most of the health 

workers do not have an idea about what PC is all about. We should target health workers, general 

public and policymakers. (Specialist). 

This theme is further divided into two sub-themes: (i) Education and training for healthcare 

professionals; and (ii) Public awareness and advocacy. 

i. Education and training for healthcare professionals 

Although some participants, particularly specialists, had substantial knowledge of PC, others 

were unclear what it exactly was and some had not even heard of PC. While some participants 

knew that PC is for both patients and families, some understood it as an approach to care for 



146 
 

cancer patients only and others thought it was specifically the end-of-life care. Many participants, 

across all disciplines, expressed they lacked PC knowledge and skills.  

We are not educated or qualified enough to provide such care [PC]. We are not able to manage 

pain appropriately and adequately. What I rely on is whatever I have learned during those college 

days in India where I think PC was clearly lacking. (General Doctor). 

Every day we come across people who require PC but we do not know how to take care because 

we are not taught. (Nurse). 

Even those providing home PC service admitted they have limited knowledge and skills.  

We are not well trained. We only had workshop for ten days in Kerala [India] and with ten days 

of training we are posted in the home care group which is very interesting [laughs].  (Home PC 

group member). 

We are mostly trained in [addressing] physical needs, so dealing with especially social needs is 

very difficult. (Home PC group member) 

Besides pain management, participants faced challenges in providing psychological, emotional, 

and spiritual care due to lack of PC knowledge and skills.  

We clearly lack the understanding on the components of PC - the psychological and spiritual pain 

management. When we do not know about all these how can we give the service? (General 

Doctor). 

Participants recommended PC modules to be introduced in nursing and postgraduate medical 

education in Bhutan.  

You should inculcate a module of PC for those who are undergoing nursing and post graduate 

medical training. .. and it should be made compulsory to pass that module. (Specialist) 

Some participants showed interest in specializing in PC, however, they still thought the Ministry 

of Health should first recognize its importance.  
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This subject looks very interesting and very attractive to me [for specialization]. The first thing is, 

I think, the Ministry of Health and the highest decision-making people should be convinced. 

(General Doctor). 

While some participants considered education and training as crucial in improving their 

communication skills, others believed it would also change their attitude in caring for terminally 

ill patients.  

It was challenging even to help the family members understand the situation. Without training it 

was not easy [for me] to say that the patient may die any time, you know. (Health Assistant). 

Our attitude as health workers is very important and I think we need to be trained in PC which 

will change our mindset towards the care of very ill and dying patients. (General Doctor). 

Participants also emphasized the importance of having adequate staff, especially nurses, who are 

trained and motivated in providing PC.  

For 20 to 24 hours, patients are with the nurses and 70 to 80% of patient care depends on the 

nurses. So, unless we have adequate nurses who are trained, motivated and dedicated …because 

at the end of the day we have to rely on nurses. (Specialist). 

Some participants emphasized the need to train healthcare professionals across all levels of 

healthcare, including the PHCs in the community where many people prefer to die.  

[Most of] our patients would ultimately want to die at home. If the patient has come [to Thimphu] 

from a far flung area, like from remote eastern Bhutan, he would like to go back [home] and die. 

It will not be a dignified death for him when he is dying in a place which is quite foreign to him. 

That’s why I think we should actually train all healthcare workers in PC including those at PHCs. 

(Pharmacist). 

Participants who had attended PC workshops in the past reported they provide better care to 

their patients.  

After attending the workshop I do better pain assessment, I report to the physician in a better 

way and patients get a better service. I get to address their problems in a holistic way. (Nurse). 
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Earlier, I did not have any idea about PC and we mainly focused on [nursing] procedures but now 

I have learned that PC includes all domains like physical symptom management, psychosocial and 

spiritual care. (Home PC Group member). 

Even participants who had never heard of PC in the past, strongly felt that education and training 

would enable them to provide better care.  

Educate us whereby our approach to care for such patients and families will improve and [then] 

we can improve their quality of life. (Health Assistant) 

ii. Public awareness and advocacy 

Participants discussed that it is equally important to create awareness about PC among the 

public. Some recommended schools as ideal places to create awareness on PC.  

The public should know about the availability of such care [PC] when they are struck with a 

terminal illness. (Health Assistant). 

During the discussion, participants highlighted that most of the time their patients and families 

are not aware of the nature of their disease and its prognosis indicating the need for adequate 

information from the healthcare professionals. 

[Most of] our patients and their families firstly do not understand what their disease is, whether 

it is curable or not and why it is not curable. (General Doctor). 

On the other hand, the Home PC group reported that often families do not want the patient to 

know about his/her terminal diagnosis. Through their experiences, the group reported that home 

care in future may become challenging if families are not educated on the importance of truth 

telling.  

Fifty percent of the patients do not know about their diagnosis. [Their] families do not want them 

to know. I feel families are doing this because of the lack of knowledge. If the family members are 

not educated about truth telling I think in future home PC can be affected. (Home PC group 

member). 

Some participants highlighted that terminally ill patients should be provided with correct 

information about their disease and its prognosis to motivate them to live a full life.  
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They [patients with terminal illness] should be given right information and aah.. they have to 

know that even with terminal illness they can live their lives normally and they can contribute to 

the society and help their family. (Physiotherapist). 

Some participants, however, emphasized that policy makers and program officers should be 

educated first.  

Hardly anyone in the Ministry [of Health] knows about PC. They should be educated first. 

(Specialist). 

Participants also expressed the importance of educating other stakeholders in the community.   

We need to create awareness among spiritual leaders, local [traditional] healers and local leaders 

who will play big roles in PC. (Specialist). 

3. Availability and accessibility of essential PC medicines 

This theme is further divided into two sub-themes: (i) availability of medicines; and (ii) opioid 

regulation. 

i. Availability of medicines 

While many participants reported adequate availability of PC medicines including opioids in their 

facilities, some expressed concern about a lack of adequate analgesics to treat cancer pain. 

Cancer patients have multiple complaints. One thing is pain. It is very difficult to tackle pain. 

…actually [the] WHO says ladder wise pain management but here we don’t have all the 

analgesics. There are only handful of medicines and with that we have to treat patients. So the 

availability of the drugs is one major issue. (General Doctor). 

Where supplied, participants faced challenges in obtaining additional stock of opioids in time and 

maintaining stock. 

Maintaining adequate stock of not only morphine but other opioid analgesics is certainly a 

challenge. If we run out of morphine tablets, there is just no way to get the additional supply 

immediately. The process is really hectic. (Pharmacist) 
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At the most we have is morphine, of course that is quite OK for cancer patients, but then that is 

also in limited stock. So we have to restrict [the use]. And to procure or mobilize from somewhere 

else is a big challenge because that needs money. (General Doctor). 

Participants reported that the supply of morphine was, however, improving at the national 

referral hospital. 

The good news is that we are soon getting Morphine 20 mg and 15 mg slow release which will be 

very good for our PC patients. (Home PC Group member). 

On the contrary, opioids were not at all available in the PHCs.  

We just have Brufen [Ibuprofen] and Paracetamol and besides those two we do not have anything 

else [for pain management]. (Health Assistant). 

Some participants strongly emphasized the need to extend opioid supply to the PHCs for the 

benefit of patients in the community.   

By making these important drugs available only in the hospitals and not in the community we are 

creating more problems. The poor patients who live in the villages cannot afford to come to the 

hospitals just to get morphine. It should be available everywhere. I think the system should change 

this barrier. (Specialist) 

I now feel that the PHCs should at least have a minimal stock of morphine and other strong 

analgesics because sometimes if a patient has finished his morphine and comes to us and if by 

chance there are road blocks due to heavy rainfall, you know. In such occasions we won’t really 

be able to help the patient who may be in severe pain. We will be so helpless. (Health Assistant). 

 ii. Opioid regulations   

While most pharmacists felt that the current opioid regulation in Bhutan is flexible, a few 

considered the need to review it, especially if PC is to be institutionalized. 

The current opioid regulation is strict but that doesn’t mean the access to the patients is denied. 

It is strict mainly to control the abuse but not to deny access to the patients. (Pharmacist). 

If possible, yes, [the narcotic regulation needs to be reviewed]. I think continuous availability of 

opioid analgesics becomes a cornerstone of pain management in PC. Having initiated PC [at 
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JDWNRH] the requirement of opioid analgesics [has] actually doubled. If we do not control it could 

even triple, right? [asks his colleagues]. So there are other confounding factors we need to also 

look at. (Pharmacist). 

When I prescribe opioids for two months it is dispensed for only one month from the pharmacy. I 

don’t know why they dispense only for a month. (Home PC Group member). 

Participants pointed out that limited use of opioids for pain relief in LMICs could be due to 

inadequate knowledge about opioids among relevant people.  

Firstly, in developing countries I feel the [drug] regulators lack the idea on morphine. Many of 

them would not know the pharmacology of morphine. And number two is, the prescribers lack 

knowledge. We ourselves are afraid of prescribing opioids. (Specialist). 

4. Workforce and infrastructure 

Participants had mixed opinions on the adequacy of workforce and infrastructure if PC is to be 

initiated. Some participants expressed that they have adequate infrastructure and staff but need 

training. Others identified a need for additional core medical and nursing staff as well as allied 

health professionals to provide PC.  

Palliative care patients are chronically ill, bed ridden and dying who need constant support and 

monitoring. That demands a lot of time. At the moment, since we have shortage of staff including 

doctors and nurses in this hospital, it will be quite a challenge. (General Doctor). 

I don’t think we have enough counsellors who can talk to the patients [and] give them emotional 

support. (Specialist). 

Some participants identified a lack of physical facilities to provide adequate PC. 

In our hospital settings there is no separate doctor’s room [in the ward]. We have to break bad 

news in the public places [general ward] where all other patients and families will hear. This is not 

only like a bad experience for me but it can be disturbing even to other patients. (General Doctor) 

We definitely need more air mattresses to prevent pressure sore, a proper hospital bed where we 

can raise the head end and the foot end. Then we also need heaters for winters and air conditions 

[sic] for summers. (Nurse). 
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Some participants reported that limited infrastructure within hospitals led to challenges 

especially in fulfilling patients’ wishes. They often had to deny patients’ requests due to safety 

concerns.  

Some patients, at the end-of-life, prefer to do religious rituals [which often involve lighting butter 

lamps and incense sticks] in the hospital. They seek our permission but we have to be cautious 

because in a setting like ours where cancer patients and pneumonia patients [on oxygen] are all 

kept together and it can be dangerous. (General Doctor). 

At the national referral hospital however, participants reported that the new dialysis centre 

(under construction) was expected to improve the quality of life of many patients with renal 

failure and their families.  

At the moment, patients requiring dialysis, cancer patients and even others are all kept in that 

single guest house. Once the new dialysis centre becomes functional there will be enough rooms 

for [renal] patients and their families. Other thing is we will have extra number of [dialysis] 

machines and we will be able to give adequate doses of dialysis, at least three times a week. 

(Specialist). 

Some participants also highlighted that, if palliative and end-of-life care were to be provided in 

PHCs, the need for continuous oxygen supply and the provision for food may be necessary which 

was not available at that time.  

5. Need for interdisciplinary PC team 

Most participants discussed that PC provision needs to be an interdisciplinary team approach. 

Participants recognized that at least one PC specialist is needed to lead the team. 

In future we definitely need a PC specialist and [with him/her] there should be nurses who are 

trained in PC, nutritionists, physiotherapists, counsellors, psychologists, social workers, 

volunteers. (Home PC Group member). 

Participants across disciplines highlighted their roles in PC - each had something to offer as part 

of a multidisciplinary team.  

We have a bigger role to play in making them [patients] more comfortable. (Nurse). 
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As pharmacists, we have a major role in PC. (Pharmacist). 

I see that our role in PC is crucial. (Physiotherapist). 

When we are ill it is the mind that we need to take care of. We can help to take care of the mind 

through counselling. (Drungtsho). 

Participants discussed the important role that traditional medicine could play in PC, especially in 

improving the psychological and spiritual wellbeing of patients and their families. 

Our people have huge faith in traditional medicine. We know that psychological component is 

very important in PC, especially when they are at a terminal stage. (Specialist). 

I think it is a good idea to involve Drungtshos in PC as they can give psychological and spiritual 

healing and many patients get satisfied. (Doctor) 

Drungtshos reported that although they do not have medications to treat severe pain there are 

several traditional practices to heal the patients with advanced illness. 

We have spa, massage - the traditional massage, and we have herbal bath, acupuncture and very 

soon we are coming up with yoga and meditation. All these are psychological and spiritual healing 

practices. So it can add to the holistic approach which can benefit the patients. We just need to 

collaborate. (Drungtsho). 

Traditional medicine is so much to deal with our mind and the spirituality of the person. In PC, our 

focus is not just the physical therapy but even the internal healing and that’s why I feel those 

therapies like the yoga, massaging, and meditation will all be effective in PC. (Drungtsho). 

While some Drungtshos clarified that traditional medicine need not be religion-based, others 

treated their chronic patients from a Buddhist perspective.  

Sowa Rigpa [local term for traditional medicine] is the art and science of healing. So there is 

nothing to do with religion. But in Bhutan we [often] contextualize traditional medicine as a 

Buddhist medicine. If we are to provide PC we can always relate it to the science of healing.  

(Drungtsho). 
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In traditional medicine we categorize 104 diseases, including cancers and other chronic diseases, 

as a result of one’s past Karma [principle of cause and effect]. So we first emphasize on 

accumulating merit (tsho sa gop), then ask them [patients] to have faith and take refuge in the 

Kenchosum (the three jewels - Buddha, Dharma and Sangha) and we ask them to recite Sangay 

Menlha’s (Buddha of Medicine’s) mantra. They may not be able to prostrate but we ask them to 

make offerings and to rely on the Kenchosum more than ever before. (Drungtsho). 

6. Socially, culturally and spiritually appropriate PC.  

Participants emphasized that PC in Bhutan should be realistic to the Bhutanese context. Having 

read the participant information form, many of them appreciated that the bigger research 

program (for which this paper is one of the components) is aimed at developing a socially, 

culturally and spiritually appropriate PC model for Bhutan.  

We cannot bring in PC ideas of a developed country like Singapore or US and apply here because 

our culture is different, our religion is different and people’s expectations are different with lot of 

cultural influences. I am very happy about the topic. Your project is on making PC in a Bhutanese 

perspective which means you are going to basically customize PC to our own setting which is very 

good. All of us believe that PC has to be customized. (Specialist). 

If you can keep in mind our cultural background, our religious background and our society, I feel 

PC will be successful in Bhutan. (General Doctor). 

Participants reported huge socio-economic burden for patients and families with advanced 

illness and discussed that PC should address it.  

The economic burden adds so much on to the patient’s suffering. If that socio-economic factor 

can be reflected strongly in your model there may be lots of ways to tackle, like tying up with 

some donor agencies, and it can be really helpful.  (Specialist). 

Participants also identified the importance of facilitating religious and spiritual practices while 

caring for terminally ill patients.  

Spirituality has a big role when patients are dying. PC must support spiritual practices. (Doctor). 
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Those dying patients seem to have peace if they have Lamas [Buddhist master] around to perform 

some prayers for them. (Nurse). 

However, participants also reported that at times they faced challenges balancing between 

health and cultural/ religious beliefs. They were concerned about misleading local beliefs where 

patients were often victimized.  

The patient was in severe pain and I just wanted to relieve that pain. But then they [family 

members] believed that injecting the medicine is against the religion and will kill the patient. So 

they didn’t let me inject the painkiller. (Health Assistant). 

I have recently seen a patient who has stopped his diabetic medication for three months and all 

of a sudden his sugar level went so high. When asked he said he is taking Orien’s medicine. This 

is a serious concern. (Pharmacist). 

Nevertheless, participants, reiterated that PC in Bhutan should be unique to its socio-cultural and 

spiritual context. 

Discussion 

Despite various challenges associated with the rugged topography, scattered population and 

limited resources, Bhutan became a pioneer of primary health care in the region.50 However, in 

terms of PC, Bhutan is labelled among countries with no known PC activity.25,27 To achieve the 

sustainable development goal number 3, the WHO reminds all countries to strengthen PC 

services.6 Considering its cost-effectiveness and sustainability, especially for LMICs, the WHO has 

recommended four important public health strategies for PC; (1) suitable policies, (2) accessibility 

and availability of PC drugs, (3) education, awareness and training; and (4) implementation of PC 

services at all levels of health care.11,82 The WHO further recommends PC services to be unique 

to the socio-cultural and spiritual context of each country.77 

In this study, Bhutanese HCPs have discussed in detail how PC should be delivered in Bhutan. 

Concurrent to the WHO recommended public health strategies, the study found that policy, 

education, and availability and accessibility to essential medicines are crucial to introducing PC 

in Bhutan.  
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National policy is a fundamental component in integrating PC into any health system.10,14,83,363 In 

Bhutan, the recently developed cancer control strategy (2019–2025)60 has led to establishment 

of a cancer control program and, anecdotally, this aspires to roll out PC services and specifies the 

need to integrate PC at all levels of healthcare.60 Appropriate policies have enabled funding 

opportunities, facilitated better access to medicines, enhanced educational opportunities and 

integrated PC services at all levels of healthcare in Nepal, India, Tajikistan and some African 

countries.26,84,85,231,232 With suitable policies, Bhutan can implement palliative care at all levels of 

healthcare. Further, in Uganda, policies have supported home-based PC increasing opportunities 

for home deaths, often preferred by patients.364 It has also supports family caregivers, reducing 

unnecessary hospital admissions,10-12 and increasing acute care capacity.365 In Bhutan, the 

referral hospitals are often challenged with bed shortages for acute cases because many patients 

with chronic conditions remain in hospital for a long time. Unlike some countries where PC is 

limited due to lack of government support,14,159 the Bhutanese government is acknowledging its 

importance.60,71 The Health Minister confirmed  the government is working towards integrating 

PC into the national health system.366 

This study emphasized the need for education, training and awareness for HCPs and the public. 

Specific emphasis was placed on training HCPs at all levels of healthcare including those working 

in PHCs, as well as educating policy makers. The cancer control strategy highlighted the need to 

train Bhutanese healthcare professionals in PC.60 To date, only a handful of doctors and nurses 

have attended PC short courses.63 Contextually appropriate PC education through nursing and 

medical education, and as ‘in-service’ training programs for healthcare professionals are 

essential.82,249,367,368 Evidence indicates that education and training has improved knowledge and 

skills,87 changed attitude towards the care of very ill and dying patients242 and enhanced access 

to opioid analgesics.84 Adequately trained community health staff can provide quality PC at 

home—reducing the need for patients to travel to tertiary hospitals.83 Recently, the Faculty of 

Nursing and Public Health at the University of Medical Sciences of Bhutan has developed a PC 

module for nursing candidates.  

Although morphine and other opioids were available in all Bhutanese hospitals,292 there were 

often issues related to maintaining stock. Opioids were not supplied to PHCs, possibly due to 
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unavailability of doctors. In Uganda, special training for nurses and community health workers 

have resulted in wider accessibility of morphine for rural patients.237 In Bhutan, where morphine 

was available, it was only sustained release and not immediate release formulations. Knaul and 

colleagues, in their Lancet Report,12 made ‘emphatic recommendations’ to make immediate 

release morphine available in oral and injectable formulations at all levels of healthcare. The 

Bhutan cancer control strategy suggests interrupted supply of analgesics, particularly opioids, in 

the country is due to inadequate policy support.60 Educating policy makers, government leaders, 

drug regulators and healthcare professionals, and developing PC policies have drastically 

improved access to opioid analgesics in other LMICs.84,85,231,237 

The study also identified the need for an interdisciplinary team approach for PC in Bhutan. Given 

the complexity of ‘total pain,’369 PC is defined by a multidisciplinary approach.121 Internationally, 

it is recommended that PC teams include doctors, nurses, physiotherapists, pharmacists, 

counsellors/psychologists, social workers, dieticians, spiritual leaders and volunteers.359 While 

volunteers play an important role in PC offering practical and emotional support, other members’ 

expertise are utilized as per the need of the patients and families.359 In Bhutan, besides doctors, 

nurses and other allied HCPs, a handful of clinical counsellors are now available in some hospitals. 

However, medical social workers are not available yet. With PC now initiated, the government 

should consider appointing medical social workers who could play a critical role in addressing the 

numerous social issues, as identified in recent evidence.359,370 Spiritual leaders, particularly 

monks at the Central Monastic Body, are becoming involved in PC.67 

Besides the role of medical care, the study identified a crucial role for traditional medicine. In 

Bhutan there are two forms of traditional medicine – official traditional medicine integrated into 

the national health system and the local traditional healing practices.371 The limited PC service 

package launched in 2020 aimed at integrating traditional therapies, such as relaxation massage, 

hot and cold compression, acupuncture and mental coaching through Buddhist meditation, into 

PC.71 Many Bhutanese also believe that diseases are caused by bad, vengeful spirits causing 

imbalances in bile, phlegm and wind channels within the body.53,303 They have strong faith in 

traditional healers, monks and religious practitioners who perform special practices, rituals and 

ceremonies to appease bad spirits and remove impurities. Traditional healers are consulted 
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regularly throughout the illness trajectory and play a vital role in psychological, emotional and 

spiritual healing, especially at end-of-life. Traditional medicine and healing practices for chronic 

illnesses are also popular in other LMICs.268,304  

Socially, culturally and spiritually appropriate PC was another priority described by this study. 

Recent work found that financial challenges were one of the main issues faced by patients with 

advanced illnesses and their families in Bhutan.321,350 In this study, participants highlighted that 

the socio-economic burden encountered by patients and families must be addressed as a part of 

PC. International evidence indicates that PC in LMICs cannot exclude basic necessities such as 

food, clothing, shelter and financial assistance in addition to medical and nursing care.252,363  

Bhutanese have unique cultural beliefs and spiritual values attached to chronic illness, death and 

dying. Some participants were, however, concerned about the counter-productive effects of 

those beliefs and values. Hence, it is crucial to involve, educate and create awareness on PC 

among the spiritual leaders, traditional healers and the local leaders. The WHO and other PC 

organizations emphasize that PC must be socially, culturally and spiritually appropriate. Pelzang 

and colleagues, in their study,372 mentioned that ‘cultural context’ must be given due 

consideration if effective, sustainable and safe quality healthcare services are to be delivered in 

Bhutan. 

Strengths and Limitations 

The strength of the study is having included participants from all levels of healthcare across the 

country which provided opportunities to discuss PC at different facilities. Some of the participants 

had not even heard of PC although they had been caring for patients with advanced illness and 

at end-of-life. The study also helped in understanding the infrastructure and human resource 

realities in these facilities. However, there are also limitations to this study. Participant selection 

bias was inevitable because in some facilities there was just one eligible participant. For example, 

district hospitals had just one physiotherapist, pharmacist and Drungtsho. Similarly, at the time 

of study, there was only one eligible participant in one of the community hospitals and PHCs. 

Although some interested HCPs could not participate due to their busy schedule, given the 

distribution of the study sites throughout the country and the diverse disciplines, the participants 

in this study do represent the healthcare fraternity of Bhutan.  
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Conclusion 

The need for PC will continue to increase globally, regionally and nationally. This study is the first-

of-its-kind in the tiny Kingdom of Bhutan. Despite PC being a young concept, the Bhutanese HCPs 

have embraced its importance, emphasized its urgent need and highlighted their views on how 

it should be delivered in the country. Identifying the crucial need for PC policy, education and 

training, and availability and accessibility of essential PC drugs, particularly opioids, this study 

also emphasized that PC in Bhutan must be customized to its unique socio-cultural and spiritual 

context. This study will, therefore, help inform the development of a WHO recommended public 

health-focused PC model suitable to the Bhutanese context – an objective of a bigger research 

program.  
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Conclusion for the chapter 

As recommended by the WHO, the assessment of needs for PC in Bhutan was conducted 

involving all relevant groups – patients living with advanced illnesses, their family members and 

the HCPs taking care of those patients. Besides the voices of patients and families, the voices of 

HCPs emphasizing how PC in Bhutan could make a difference has added much needed evidence 

on prioritizing PC in the country. This holistic information is expected to bring about policy 

changes in the Bhutanese healthcare system whereby PC is integrated at all levels of healthcare 

including hospitals, primary healthcare centres, in the communities and at patients’ home. The 

information in this chapter is especially expected to enhance availability and accessibility of PC 

essential medicines, including opioids, at all levels of healthcare and at patients’ home making it 

convenient for both consumers and providers. It is also expected that their voices will enable 

developing resources for adequate PC education in Bhutan for the HCPs – an important message 
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from the participants. The findings of all these studies from patients, families and HCPs are also 

utilized to inform an appropriate framework for PC in Bhutan.  
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CHAPTER 7. CONSENSUS BUILDING ON THE FRAMEWORK FOR PALLIATIVE CARE 
IN BHUTAN 

Introduction 

As the world’s population ages and the burden of chronic illnesses increases, the need for 

palliative care (PC) will continue to grow globally.148 However, out of the estimated 40 million 

people in need of PC annually, 78% live in low- and middle-income countries (LMICs) where, 

despite being cost-effective and humane, PC is least developed.14,148 In most LMICs there exists 

several barriers to adequate PC including lack of suitable PC policies, inadequate education, 

training and awareness of PC among health workers and policy makers, limited access to essential 

PC drugs and limited implementation of PC services across healthcare facilities.24,148,373 

Bhutan is one such developing country where PC is at a very nascent stage. Despite recent 

identification of PC as an important need in the country,60,321,350 there are no suitable strategies 

in place to direct its implementation. Hence, the aim of this program of research was to develop 

a suitable model of PC which is contextually applicable for the country. To achieve this 

overarching aim, an assessment of need for PC was conducted in Phase 1 of the program and is 

described in detail in Chapters 3 and 4. Phase 2 aimed to develop an appropriate framework for 

PC through a consensus process involving relevant stakeholders in the country. The framework 

is expected to guide the implementation of PC in Bhutan. 

Consensus building is increasingly identified as an integral part of an evidence-based approach in 

clinical practice and in developing healthcare services.374 In Bhutan, given the emerging concept 

of PC coupled with the existence of unique socio-cultural and spiritual beliefs and values—

especially around sickness, death and dying—developing an appropriate framework by involving 

as many stakeholders with diverse backgrounds and reaching a consensus was considered vital 

to ensure the concept becomes reality. Palliative care, a multidisciplinary approach of care for 

patients and families affected by a life-limiting illness, requires a holistic approach to develop 

it.121 Evidence emphasizes that PC plans must be developed based on the individual context and 

circumstances in each country.3,14,104 
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Methods 

Study design 

A Delphi study was undertaken to achieve a consensus on the framework for PC in Bhutan, which 

was drafted following an integrative literature review (presented in Chapter 4), seeking expert 

opinions and guidance from PC and oncology academic/clinician experts. The Delphi technique, 

designed as a group communication process, aims to achieve a consensus on a specific issue for 

the purpose of goal setting, policy investigation, or planning a new service.207,375,376 Miller, cited 

by Hsu and colleague,207 elucidated that unlike common surveys which attempt to identify “what 

is”, the Delphi technique tries to achieve “what could/should be.” While the Delphi technique 

allows equal voice, regardless of peer pressure, social status, seniority, personality, and 

interpersonal dynamics,377,378 it is also especially useful in situations where face-to-face 

discussions are not possible,379,380 thus making it the most appropriate for the COVID-19 travel 

restricted times. Two rounds of Delphi iterations via online survey were, therefore, carried out 

among the relevant stakeholders in Bhutan. Figure 16 presents the stages of the Delphi study. 

The Expert Panel 

An expert panel was formed to advise the PhD candidate in drafting the framework. The panel 

included a leading Australian research-orientated cancer surgeon, a PC nurse/academic and 

Director of the Palliative Aged Care Outcomes Program in Australia, and a Palliative Medicine 

Physician in Western Australia, a consultant ENT (Ear, Nose and Throat) and Head Neck 

Surgeon in Bhutan who has vast knowledge of PC, and the Director of Pallium India, a WHO 

collaborating centre in Kerala, India. The latter is also involved in developing PC services in the 

Southeast Asia region.  

Setting and study population  

The relevant stakeholders in Bhutan who could potentially contribute in developing a suitable 

framework for PC in the country were identified through extensive literature review and 

guidance from the expert international panel. The stakeholders included clinicians (doctors, 

nurses, pharmacists, physiotherapists, counsellors, health assistants, and Drungtshos [traditional 
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physicians]); hospital administrators (nursing and medical superintendents); policy makers 

including the Members of Parliament, National Council Members and the Gross National 

Happiness Commission; relevant public health officials at the Ministry of Health; drug regulators 

(Drug Regulatory Authority and Bhutan Narcotic Control Agency); the Medical University of 

Bhutan comprising of Faculty of Nursing and Public Health, Faculty of Postgraduate Medicine, 

and Faculty of Traditional Medicine; the WHO country office; the Civil Society Organizations 

including Bhutan’s Cancer Society, Kidney Foundation, Ability Society, Stroke Foundation, Royal 

Society for Senior Citizens, and Lhak-Sam (network of people living with HIV/AIDS); Central 

Monastic Body; and relevant expert individuals. 

Figure 16. Stages of the Delphi Process 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

PIF:  Participant Information form; CF: Consent form 

 

Stage 1. Preparation  
- Integrative Literature Review  
- Drafting of framework for PC 
- Formation of Expert panel 

 

Stage 2. Questionnaire development - Round 1 
- Multiple drafts of questionnaire 
- Finalizing the questionnaire 
- Transforming questionnaire into Qualtrics 
- Pilot test and revising questionnaire 

 

Stage 3. Delphi Process - Round 1 
- Invitation email sent since 20th July 2021 

(n=50) 
- Educational videos/PIF/CF since 20th Aug 

2021 (n=40) 
- Survey links sent (n=35) 
- Survey completed 

o Within 2 weeks (n= 28) 
o Within 4 weeks (n= 31) 
o Within >4 weeks (n=33) 

- Survey closed on 26th Oct 2021 
 

Stage 4. Data analysis - Round 1 
- Quantitative analysis 
- Qualitative analysis                
- Compilation of results 
- Review by the panel       

 

Stage 5. Delphi Consensus process - Round 2 
- Development of questionnaire 
- Survey links sent (n=34) on 6th 

November 2021 
- Survey completed 

o Within 1 week (n= 19) 
o Within 2 weeks (n= 31) 
o Within >4 weeks (n=32) 

- Survey closed on 6th December 2021 
 

Stage 6. Data analysis - Round 2  
- Quantitative analysis 
- Qualitative analysis                
- Compilation of results 
- Review by the panel    
- Finalizing the framework  
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Sampling and data collection 

The original plan, prior to the pandemic, was to first conduct a face-to-face symposium in Bhutan 

with the identified stakeholders, to introduce the concept of PC, explain the Delphi process and 

their involvement as participants. However, due to the unprecedented situation with the 

pandemic, the symposium could not happen in 2020 and the sampling and data collection 

strategies had to be modified. Hence, following the identification of relevant organizations, the 

email addresses of the potential participants and head of these organizations were collected. 

Invitation emails explaining the study were then sent to individuals requesting participation or 

nomination of participants for the consensus process. The nominated stakeholders and those 

individuals expressing an interest to participate were then sent the participant information form 

(PIF), a consent form and three short video- recorded presentations. Two senior Australian 

academic clinicians, helped to record 4–6-minute video presentations explaining the concept of 

PC and why it is important, how PC is delivered in Australia and how crucial it is for the Bhutanese 

stakeholders to participate in this research to develop an appropriate PC framework for Bhutan. 

The third video was recorded by the PhD candidate to introduce the research and how to 

participate. After listening to the videos and reading the PIF, the stakeholders signed the consent 

form and sent it back, confirming their participation. An individual email containing the draft 

framework for PC in Bhutan and the link to the survey was then sent to the participants. 

Survey instrument 

An online web based survey tool, Qualtrics, was used to collect the data.208 In the first round, 

part one of the questionnaire included the sociodemographic characteristics of the participants 

including their name, age, gender, highest qualification, name of their employing organization, 

occupation and current post. In part two, statements related to each component of the 

framework for PC were included - vision, mission, aim, objectives and steps to meet each 

objective. The participants were asked to rate their agreement for each statement using a 7-point 

visual analogue scale with options ranging from ‘strongly disagree’, ‘disagree’, ‘somewhat 

disagree’, ‘neither agree nor disagree’, ‘somewhat agree’, ‘agree’ to ‘strongly agree’. A space to 
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write comments, if any, was provided at the end of each section of the framework and at the end 

of the questionnaire. A complete questionnaire for Round 1 is provided in Appendix 22. 

Prior to sending the questionnaire out to the study participants, it was pilot tested by two 

clinicians in Bhutan and two Bhutanese PhD candidates in Perth‒one of whom is trained in PC. 

One of the main comments from the pilot test was that it was too time consuming. In consultation 

with the expert panel the questionnaire was revised to shorten it further. However, given that 

this was going to be the first framework for PC in Bhutan it was also essential to make it as 

comprehensive as possible. The participants were informed in the PIF and the briefing video that 

a small incentive of Ngultrum (Bhutanese Currency) 1499.00 (approx. AUD 28.00) in the form of 

a mobile phone data voucher would be provided at the end of the second round in recognition 

of the time spent and use of internet facilities for participation. A small grant, of AUD $1290.00, 

was received from the Postgraduate Candidate Association at the University of Western Australia 

which enabled these payments. 

In Round 2, part one of the questionnaire still included the sociodemographic characteristics but 

a skip option was available for participants completing the survey for the second time. Part two 

included the revised vision, mission, aim, the objectives and steps to each objective. A space to 

write comments, if any, was provided at the end of each section and at the end of the 

questionnaire. A complete questionnaire for Round 2 is provided in Appendix 23.   

Data Analysis 

Prior to data analysis, the names of the participants were replaced using a random participant 

number and an identification code to ensure the anonymity of participants, a key methodological 

characteristic of the Delphi study.207,378,381,382 The participants were identifiable only to the PhD 

candidate. The quantitative data were analyzed using the software Statistical Package for the 

Social Sciences (SPSS), version 27,209 where descriptive statistics (frequency, percentage, means 

and standard deviation) were calculated. In Round 2, a score of 80% agreement (i.e. agree or 

strongly agree) with the proposed statements was considered to finalize the framework, a 

benchmark used by the WHO in developing guidelines.210 However, the comments and 

suggestions were considered for change and finalization of the framework in both the rounds.210 
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While presenting the results, given that the responses to ‘strongly disagree’, ‘disagree’ and 

‘somewhat disagree’ were minimal, they are combined and reported in a single column as 

‘disagree’. Similarly, the aggregate of ‘agree’ and ‘strongly agree’ is reported in a single column 

as ‘agree’. Other items including ‘neither agree nor disagree’ and ‘somewhat agree’ are 

presented as reported. 

The qualitative data from the participants’ comments on various aspects of the framework were 

analysed using thematic analysis.  
Ethical Consideration  

Ethical approval for this project is provided by the Human Research Ethics Committee at the UWA 

(RA/4/20/4990) and the Research Ethics Board of Health in Bhutan (REBH/Approval/2018/097). 

Results 

Out of 50 identified stakeholders, 34 (68%) participated in the consensus building process. Out 

of the 16 stakeholders who did not participate, 10 did not respond to the invitation email, four 

did not provide consent despite accepting the invitation and two did not participate despite 

consenting. The number of participants who completed the first and second round of surveys 

were 33 and 32, respectively. While two participants from Round 1 did not participate in Round 

2, there was one new participant in Round 2. The responses in Round 2 were much quicker, within 

20 days, compared to Round 1 which took almost two months for some of the stakeholders to 

complete the survey. In Round 1, three reminder emails were sent every two weeks to non-

responders, as highlighted in the PIF and in the briefing video. The participants responded to each 

email apologizing for the delay, that they are engaged and still expressing their interest to 

complete the survey. The main reason for the delay was that most participants were involved in 

COVID-19-related tasks in Bhutan. Thus Round 1 was kept open for two months when a decision 

was then taken with the expert panel to close the survey. However, in Round 2, 32 participants 

had completed the survey within three weeks and the survey was closed at the end of one month.  
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Sociodemographic characteristics 

The age of the participants ranged from 24 to 59 years (mean 39.23, SD 8.75). Other 

sociodemographic characteristics of the participants are presented in Table 13.  

Table 13. Sociodemographic characteristics of the participants in both rounds (n = 34) 

 Frequency Percent 
Gender   
       Male 24 70.6 
       Female 10 29.4 
Highest Qualification   
       Up to bachelor’s degree 16 47.1 
       Master’s degree and above 17 50.0 
       Others 1   2.9 
Stakeholder representation   
       Clinicians 15  44.1 
       Hospital administrators 4 11.8 
       Medical University of Bhutan 4 11.8 
       Civil Society Organizations 4 11.8 
Others* 7 20.6 

*Policy Makers, Ministry of Health officials, Drug Regulators, Relevant individuals 
 

Quantitative analysis of the responses to the statements of the framework 

The majority of the participants in both the rounds mostly agreed with almost all the statements 

pertaining to the framework for PC in Bhutan as demonstrated in Tables 14a, 14b, 14c, 14d, 14e 

and 14f. In Round 2, the final round, 47/49 (96%) statements achieved consensus with more than 

80% agreement. For the vision of the framework, 100% of the participants agreed with the 

statement in Round 1, however participants’ comments indicated a need for rephrasing, but only 

78% agreed (less than the agreed benchmark) with the rephrased statement in Round 2. 

Similarly, in Round 2, a statement related to facilitating local traditional healing practices (Table 

14f, Objective 5, Round 2, No. 7), which was slightly modified from Round 1 (Table 14f, Objective 

5, Round 1, No. 4), scored only 72% compared to 94% in Round 1. The summary of participants’ 

responses to the vision, mission, aim and objectives of the framework in both the rounds is 

demonstrated in Figure 17. 
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Table 14a. Participants’ responses to vision, mission and aim of framework for PC in Bhutan (Round 1: n = 33; Round 2: n = 32) 

 

 
           WHO: World Health Organization 
 

 

 

 

  

Ro
un

ds
 

Components 
of the 
framework 

Statements 
Disagree 
n (%) 

Neither 
Agree nor 
Disagree                  
n (%) 

Somewhat 
agree                  
n (%) 

Agree                                                
n (%) 

Ro
un

d 
1 

Vision 

To ensure that all patients in Bhutan, both adults and children, and their 
families affected by life-limiting illnesses, receive socially, culturally and 
spiritually appropriate palliative and end-of-life care including adequate pain 
relief, other symptom management and grief and bereavement support. 

      33 (100) 

Mission To integrate palliative care into the Bhutanese healthcare system.       33 (100) 

Aim 
To implement a palliative care model based on public health strategies 
modified to Bhutan’s socio-economic, cultural and spiritual context as 
recommended by the WHO. 

    1 (3.0) 32 (97.0) 

Ro
un

d 
2 

Vision 

All patients and their families experiencing serious health related suffering 
due to a life-limiting illness receive socially, culturally and spiritually 
appropriate quality palliative care throughout the illness trajectory, at end-
of-life and in their bereavement. 

3 (9.4) 1 (3.1) 3 (9.4) 25 (78.0) 

Mission 
To integrate palliative care into healthcare policy and all levels of healthcare 
service with adequate training of healthcare professionals, and availability of 
essential medicines to ensure equitable access across the country.       

32 (100) 

Aim 

To implement a suitable palliative care model based on our socio-economic, 
cultural and spiritual context to ensure highest quality of life among patients 
and families affected by serious health related suffering due to a terminal 
illness.       

32 (100) 
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Table 14b. Participants’ responses on steps to achieve Objective 1 of the framework (Round: n = 33; Round 2: n = 32) 
 

Ro
un

ds
 

Statements to achieve Objective 1 
Disagree 
n (%) 

Neither 
Agree 
nor 
Disagree                  
n (%) 

Somewhat 
agree                  
n (%) 

Agree                                               
n (%) 

 Objective 1: To develop suitable policies to integrate PC into the Bhutanese healthcare system.     1 (3.0) 32 (97.0) 

Ro
un

d 
1 

The policy should:         
1. Integrate PC into public health programs in the Ministry of Health.     1 (3.0) 32 (97.0) 
2. Emphasize PC for all patients, both adults and children, irrespective of the diagnosis, and their families.*     2 (6.3) 30 (97.3) 
3. Promote a multi-disciplinary approach to PC.     1 (3.0) 32 (97.0) 
4. Ensure availability and accessibility of PC essential medicines, including opioids, at all levels of healthcare 
in the community and in patients’ home. 1 (3.0)   3 (9.10) 29 (87.9) 
5. Prioritize PC education, training and awareness for health care professionals, policy makers and the public.     1 (3.0) 32 (97.0) 
6. Emphasize socio-culturally and spiritually appropriate PC services.       33 (100) 

Ro
un

d 
2 

Objective 1: To develop suitable policies to integrate PC at all levels of healthcare.       32 (100) 
The policy should:         
1. Emphasize PC for all patients experiencing serious health related suffering irrespective of the diagnosis.      1 (3.1) 31 (96.9) 
2. Be inclusive of PC for patients’ family members.      2 (6.3) 30 (93.8) 
3. Embed PC across the continuum of care through the primary healthcare approach.     1 (3.1) 31 (96.9) 
4. Promote a multi-disciplinary approach to PC. The needs of the patients and families should be central to 
functioning of the team.        

32 (100) 

5. Ensure availability and accessibility of PC essential medicines, including opioids, at all levels of healthcare, 
in the community and in patients’ home. 1 (3.1)   1 (3.1) 30 (93.8) 
6. Prioritize PC education, training and awareness for health care professionals, policy makers, spiritual 
leaders, traditional healers and the public.     1 (3.1) 31 (96.9) 
7. Emphasize socio-culturally and spiritually appropriate PC services.     2 (6.3) 30 (93.8) 
8. Enable PC services to work with other relevant organizations to ensure social security in the event of lack 
of adequate means of livelihood in a patient and his/her family affected by a life-limiting illness     1 (3.1) 31 (96.9) 
9. Ensure a dedicated funding allocated for PC services.     3 (9.4) 29 (90.6) 
10. Ensure the involvement of patients, families and communities in making decisions about their care and 
addressing their needs.       

32 (100) 

            *Total n does not add up to 33 due to missing data; PC: Palliative Care 
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Table 14c. Participants’ responses on steps to achieve Objective 2 of the framework (Round: n = 33; Round 2: n = 32) 
 

Ro
un

ds
 

Statements to achieve Objective 2 
Disagree 
n (%) 

Neither 
Agree 
nor 
Disagree                  
n (%) 

Somewhat 
agree                  
n (%) 

Agree                                               
n (%)  

Objective 2: To ensure adequate availability and accessibility to essential PC medicines, including opioids, at 
all levels of healthcare, in the community and at patients’ home, while simultaneously ensuring prevention 
of diversion and misuse of opioids.  

    3 (9.1) 30 (90.9) 

Ro
un

d 
1 

1. Essential PC medicines list including opioids, particularly morphine should be agreed upon for Bhutan.      1 (3.0) 32 (97.0) 

2. Medications on the essential list should be easily accessible at all levels of healthcare, in the community 
and in patients’ home. 

1 (3.0)   3 (9.1) 29 (87.9) 

3. Opioid management procedures at all levels of healthcare, in the community and in patients’ home must 
address the risk of diversion and misuse. 

    1 (3.0) 32 (97.0) 

4. Other non-pharmacological pain management therapies should be available to patients with life-limiting 
illnesses and their families. 

    2 (6.1) 31 (93.9) 

5. Relevant medical equipment including, but not limited to, pressure-reducing mattress, commode chair, 
opioid lock box, wheelchair and oxygen should be easily accessible at all levels of healthcare, in the 
community and at patients’ home. 

    4 (12.1) 29 (87.9) 

Ro
un

d 
2 

Objective 2: To ensure adequate availability and accessibility to essential PC medicines, including opioids, 
and other symptom relief measures including traditional medicines and other necessary non-
pharmacological resources at all levels of healthcare, in the community and at patients’ homes, while 
simultaneously ensuring prevention of diversion and misuse of opioids 

    3 (9.4) 29 (90.6) 

1. An essential PC medicines list, including opioids, particularly morphine should be agreed upon.*      3 (9.7) 28 (90.3) 
2. Medications on the essential list should be available and easily accessible at all levels of healthcare, in 
the community and at patients’ home. 

    4 (12.5) 28 (87.5) 

3. Opioid management procedures at all levels of healthcare must address the risk of diversion and misuse.       32 (100) 
4. Other non-pharmacological pain management therapies should be available to patients with life-limiting 
illnesses and their families. 

      32 (100) 

5. Relevant medical equipment including, but not limited to, pressure-reducing mattress, commode chair, 
opioid lock box, wheelchair and oxygen should be easily accessible at all levels of healthcare, in the 
community and at patients’ home. 

    1 (3.1) 31 (96.9) 

            *Total n does not add up to 32 due to missing data; PC: Palliative Care 
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Table 14d. Participants’ responses on steps to achieve Objective 3 of the framework (Round: n = 33; Round 2: n = 32) 
 

Ro
un

ds
 

Statements to achieve Objective 3 
Disagree 
n (%) 

Neither 
Agree 
nor 
Disagree                  
n (%) 

Somewhat 
agree                  
n (%) 

Agree                                               
n (%) 

Ro
un

d 
1 

Objective 3: To develop PC education, training and awareness program for healthcare professionals, policy 
makers and the public.       33 (100) 
Palliative care education should:         
1. Be integrated at the KGUMSB and other private nursing colleges in the country.        33 (100) 
2. Be available for doctors, nurses and other allied health professionals across the country in the form of 
hands-on trainings, workshops, seminars and conferences.       33 (100) 
3. Enable thorough symptom assessment including physical pain and discomfort; and psychological, 
emotional, and spiritual distress and to develop appropriate plan of care.       33 (100) 
4. Emphasize on communication skills among the care providers.      1 (3.0)  32 (97.0) 
5. Emphasize on humane and compassionate approach to PC.       33 (100) 
6. Cover ethical principles, medico legal issues and relevant legislation of clinical practice.       33 (100) 
7. Emphasize identification of physical and moral distress, emotional burnout and self-care and timely help 
among care providers.       33 (100) 
8. Be provided to policy makers, program officers, social workers, spiritual leaders, traditional healers, 
community volunteers, patients, families and the general public.       33 (100) 
9. Research on PC should be emphasized, promoted and supported.       33 (100) 

Ro
un

d 
2 

Objective 3: To provide regular palliative care education, training, advocacy and awareness to healthcare 
professionals, social workers, spiritual leaders, policy makers and the public.       32 (100) 
Palliative care education should:         
1. Integrate PC curriculum at the KGUMSB and other private nursing colleges in the country.       32 (100) 
2. Be available as continuous professional development for doctors, nurses, and other allied health 
professionals across the country in the form of hands-on trainings, workshops, bedside coaching, seminars 
and conferences.       32 (100) 
3. Enable at least basic knowledge and skills about PC among all doctors, nurses and other allied healthcare 
professionals at all levels of healthcare.     1 (3.1) 31 (96.9) 
4. Develop care providers’ skills in communicating with the patients and families affected by a life-limiting 
illness.       32 (100) 
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5. Emphasize a humane and compassionate approach towards caring for patients and families affected by a 
life-limiting illness.       32 (100) 

 
6. Facilitate international training opportunities for doctors, nurses and other relevant healthcare 
professionals interested in specializing on PC.     1 (3.1) 31 (96.9) 

 
7. Be provided to spiritual leaders, traditional healers and volunteers involved in the care of patients and 
families affected by a life-limiting illness.     5 (15.6) 27 (84.4) 

 8. Cover ethical principles, medico legal issues and relevant legislation of clinical practice.       32 (100) 

 
9. Emphasize identification of physical and moral distress, emotional burnout and self-care among care 
providers and how to seek timely help.     1 (3.1) 31 (96.9) 

 
10. Have awareness programs for policy makers and the public through workshops and other social media 
platforms.     1 (3.1) 31 (96.9) 

 11. Research on PC should be emphasized, promoted and supported.     1 (3.1) 31 (96.9) 
         KGUMSB: Khesar Gyalpo University of Medical Sciences of Bhutan; PC: Palliative Care 
 

 

 

 

 

 

 

 

 

 

 

 

 
 
 



173 
 

Table 14e. Participants’ responses on steps to achieve Objective 4 of the framework (Round: n = 33; Round 2: n = 32) 
 

Ro
un

ds
 Statements to achieve Objective 4 Disagree 

n (%) 
Neither 
Agree 
nor 
Disagree                  
n (%) 

Somewhat 
agree                  
n (%) 

Agree                                               
n (%) 

Ro
un

d 
1 

Objective 4: To integrate PC services at all levels of healthcare, in the community and at patients’ home.     3 (9.1) 30 (90.9) 
Palliative care services should:         
1.Be integrated at all levels of healthcare including national, regional referral hospitals, all district and 
community hospitals and PHCs.*  

    3 (9.4) 29 (90.6) 

2. Be available as a separate unit with adequate beds especially at the referral hospitals. 1 (3.0)   1 (3.0) 31 (93.9) 
3. Also be available in the communities and at patient’s home so that patients at terminal stage need not 
have to travel to the hospitals for symptom management. 

    2 (6.1) 31 (93.9) 

4. Be available through 24X7 telephone consultation and telemedicine.     5 (15.2) 28 (84.8) 
5. Have PC consultation and telemedicine accessibility to professionals functioning in remote health centres.     1 (3.0) 32 (97.0) 

Ro
un

d 
2 

Objective 4: To integrate PC at all levels of healthcare, in the community and in patients’ homes making it 
available to whoever needs it. 

    1 (3.1) 31 (96.9) 

Palliative care services should:         
1. Have generalist/basic PC at all levels of healthcare through in-patient, out-patient and home care services.   1 (3.1)   31 (96.9) 

2. Have specialist PC at the national and regional referral hospitals.     1 (3.1) 31 (96.9) 
3. Have a separate PC unit with adequate beds and adequately trained staff at the referral hospitals.     2 (6.3) 30 (93.8) 
4. Have adequate PC beds with adequately trained staff at the district/community hospitals and PHCs. 2 (6.3) 1 (3.1)   29 (90.6)  
5. May consider a separate PC centre in places like Thimphu to ensure better care of patients with terminal 
illnesses and their families, act as a Centre of Excellence for training and research, and simultaneously reduce 
burden to the national referral hospital. 

  1 (3.1) 3 (9.4) 28 (87.5) 

 
6. Be accessible via 24X7 teleconsultations through all the possible social media platforms amongst care 
providers, patients and families. 

    4 (12.5) 28 (87.5) 
 

7. Develop network between different levels of healthcare to enable support for more complex patients and 
smooth transition of care during patient referrals from one health centre to another. 

      32 (100) 

           *Total n does not add up to 32 due to missing data; PHCs: Primary health centres; PC: Palliative Care 
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Table 14f. Participants’ responses on steps to achieve Objective 5 of the framework (Round: n = 33; Round 2: n = 32) 
 

Ro
un

ds
 

Statements to achieve Objective 5 
Disagree 
n (%) 

Neither 
Agree 
nor 
Disagree                  
n (%) 

Somewhat 
agree                  
n (%) 

Agree                                               
n (%) 

Ro
un

d 
1 

Objective 5: To deliver PC services according to Bhutan’s socio-economic, cultural and spiritual context.     1.(3.0) 32 (97.0) 
Palliative care should :         
1. Be unique to the socio-economic, cultural and spiritual context of the patient and his/her family.     4 (12.1) 29 (87.9) 
2. Ensure basic support including food, clothing, shelter and financial help whenever necessary. 1 (3.0)   11 (33.3) 21 (63.6) 
3. Respect privacy and ensure dignity of every patient and family throughout the illness trajectory, at end-of-
life and during grief and bereavement period.       33 (100) 
4. Facilitate evidence based traditional healing practices as aspired by the patients and families.     2 (6.1) 31 (93.9) 
5. Facilitate in fulfilling the end-of-life wishes of patients and families including the choice of place of care and 
death as much as possible.   2 (6.1) 1 (3.0) 30 (90.9) 

Ro
un

d 
2 

Objective 5: To deliver PC according to Bhutan’s socio-economic, cultural and spiritual context.     1 (3.1) 31 (96.9) 
Palliative care should :         
1. Be provided according to the social, cultural and spiritual context of the patient and his/her family. 1 (3.1) 1 (3.1) 4 (12.5) 26 (81.3) 
2. Liaise with other government and non-governmental organizations to ensure basic support including food, 
clothing, shelter and financial help for patients and families if necessary.     1 (3.1) 31 (96.9) 
3. Engage with and seek the support of community leaders, religious leaders, traditional healers and other 
influential people such as business leaders.   1 (3.1) 5 (15.6) 26 (81.3) 
4. Respect privacy and ensure dignity of every patient and family throughout the illness trajectory, at end-of-
life and during grief and bereavement period.       32 (100) 

 
5. In consultation with the treating physician, provide adequate and honest information about the disease 
and its prognosis as desired by the patient and his/her family.     1 (3.1) 31 (96.9) 

 
6. Upon thorough discussion and honest understanding of their condition, the decisions of patients and 
families on the choice of treatment and/or its termination must be respected.       32 (100) 

 7. Facilitate local traditional healing practices as desired by the patients and families.   2 (6.3) 7 (21.9) 23 (71.9) 

 
8. Facilitate fulfilling the end-of-life wishes of patients and their families including completing their unfinished 
business, their choice of place of care and death as much as possible.   2 (6.3) 2 (6.3) 28 (87.5) 

  PC: Palliative Care. 
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Figure 17. Participants’ responses to the components of the framework in Round 1 and 2 
  

 

 

Qualitative analysis of the participants’ comments on the framework 

Out of 123 comments provided in two rounds of the Delphi Process (84 in Round 1 and 39 in 

Round 2), 109 were considered for analysis. The comments were categorized against the relevant 

components of the framework. While the quantitative data were used to reach consensus, the 

participants’ comments described their views and perceptions to the statements. The comments 

were entered into an excel spreadsheet and each one was carefully read and analyzed 

considering what actions needed to be taken to reach the consensus. The comments in Round 1 

enabled rephrasing of some of the existing statements and making additional statements to fully 
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address the objectives. A summary of the comments and what actions were taken is presented 

in Table 15. Detailed comments in each round is included in Appendix 24. 

Discussion 

The Delphi study resulted in a consensus framework to guide the implementation of PC in Bhutan. 

All participants supported the mission and aim, although there was more diversity in preferred 

wording of the vision statement. Despite achieving 100% agreement in Round 1, the vision 

statement, was rephrased in Round 2 based on participants’ comments followed by a thorough 

discussion with the expert panel. Discussion on comments such as ‘inclusion of the needs of 

elderly people and those with severe disabilities’ in the vision statement resulted in a decision 

that the vision statement could include ‘serious health-related suffering (SHS) due to a life-

limiting illness’ a recently used criteria to identify the need for PC by the Lancet Commission 

Report and the International Association for Hospice and PC (IAHPC).7,12 The current IAHPC 

definition of PC emphasizes the need to address the burden of SHS among patients and families 

that results irrespective of diagnosis, prognosis, geographic location, income level and point of 

care.7 In Bhutan, evidence,321,350 including the stories presented in Chapter 3, strongly suggests 

that patients and families face complex SHS with life-limiting illnesses. Although 100% agreement 

was achieved in Round 1, the panellists considered it vital to include SHS in the vision statement 

and finalizing it, despite not achieving consensus in Round 2. 

Several participants in both rounds of the Delphi process expressed concerns about the 

framework’s attempt to ensure the availability and accessibility of essential PC medicines, 

especially opioids, particularly morphine, in the community and in patients’ homes. Although 

consensus was achieved, one of the main concerns related to possible diversion and misuse of 

opioids when made available in the community and at patients’ homes (see Appendix 23). It is 

crucial to understand that patients requiring PC are often in moderate to severe pain requiring 

strong analgesics like opioids.12 When essential medicines like opioids are unavailable where 

patients reside, additional unnecessary suffering can be experienced. The WHO has identified 

that restrictive opioid regulations deny access to adequate PC.148 

 



177 
 

Table 15. A summary of the participants’ comments in the Delphi consensus process  

Components of the 
framework 

Rounds Summary of comments Action taken 

Vision of the 
framework 

1 Clear and perfect vision statement No action required 
If economic aspect and the needs of elderly and severely disabled are included Rephrased the statement  
Vision statement to be concise and aspirational.  

2 Appropriate vision statement   No action required 
Replace 'their families' with 'their loved ones' Rephrased the statement 

Mission of the 
framework 

1 Much needed, timely and very good No action required 
Mission statement to be more specific Rephrased the statement  
This should be enacted at policy level i.e. cabinet level/parliament level (ideally His Majesty the 5th 
King) if possible.  

No action taken 

2 This is the need of the hour.  No action required 
The mission [for training] should not be limited to healthcare professionals only.  Rephrased the statement 

Aim of the 
framework* 

1 Public health based strategies is good No action required 
To mention if there is anything in the Constitution about the care, compassion etc to older/elderly 
or ill individuals. 

More information added  

Healthcare system should be thought of generally, not just public healthcare, which is already 
stretched with limited resources  

No action taken.  

Objective 1- 
suitable policies 

1 Such policies are needed to address the suffering of patients and families No action required 
Integrate PC across all public health programs. Rephrased the statements 
Palliative care should get due attention.  No action required 
PC policy to be initiated first in the national, regional referral and districts hospitals and then to 
primary health centres 

Additional statements 
made 

Multidisciplinary approach in PC should not cause conflicts in patient care. Additional statement 
made 

Current palliative care service in Bhutan does not include physiotherapists in the team Rephrased statement  
Healthcare personnel should take the lead in PC and involve other stakeholders  No action taken 

2 Very little can be achieved without adequate political support. No action taken 
PC must be institutionalized which is missing in current practice.   No action taken 
We need to initiate contextually appropriate PC early from diagnosis of life limiting illness till end-
of-life and bereavement which is currently missing. 
Palliative care should be reported on monthly/quarterly basis for sustainable data generation. 



178 
 

Objective 2 - 
Ensuring adequate 
availability and 
accessibility to 
essential PC drugs  

1 Making opioids accessible to patients at home or community - a concern for misuse and diversion No action taken  
Whether PC medicines also include alternative or traditional medicine too More information added  
Nonpharmacological pain management like physiotherapy measures, use of pets to be included Rephrased the statement  

2 Making opioids available at homes still a concern No action taken.  
Needs for opioid prescription rights for health workers No action taken.  
Provide choices and addition of non-pharmacological management of pain.  

 Objective 3 - 
Ensuring adequate 
education, training 
and awareness on 
PC 

1 Strongly agree with all the points. No action required 
To include counsellors, psychologist, spiritual leaders in PC training Rephrased the statements  
Regular education and training for health workers to upgrade knowledge and skills on PC. 

Faculty of nursing and public health to teach a PC module 
Every health worker should know about PC and when to refer the patients and families for PC. Every 
Bhutanese must be aware of PC services for better quality of life and a dignified death.  

Additional statements 
made 

2 Basic PC education should be made available to all healthcare workers.   No action taken  
Family members, caregivers and volunteers to be trained where possible Additional statements 

made To use the existing networks, not only medical, but the local governance system to ensure quality 
service for everyone. And also look at current communications i.e. WeChat is popular, easy means 
of communications between patient and caregivers. 
Who will lead this important task of educating on PC? - A concern. No action taken 

Objective 4 -
Implementing PC at 
all levels of 
healthcare, 
communities and 
at patients’ home 

1 PC to be a separate program in the Ministry of Health with adequate funding.  Rephrased the statement 

 To integrate PC at national and regional hospitals first and move down to districts and PHC. Additional statements 
made 

 A separate PC unit in the district hospital with a nursing in-charge will ensure adequate 
implementation.  

Rephrased the statement 

 If there could be a separate PC unit at PHC as many terminally ill patients and old people live in the 
community. 

Additional statements 
made 

 

A routine home visits by health workers to provide PC at door steps through the PEN HEARTs 
protocol. 

No action taken 
The monastic body is interested to set up a PC centre, which may lessen the burden of space at 
JDWNRH. Perhaps this is something to push and explore?  
Adequate and dedicated human resource may be required for it and to ensure that patients are not 
dumped in hospitals just because beds are available.  
May not be realistic to integrate in all health service centres due to limited resources. Better to limit 
it to some specialized centres and promote private PC providers with proper supervision.  

No action taken  

2  For the benefit of all those who need it, PC centres should be located strategically to reach 
everyone. PC services should reach the unreached population.  
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The monastic community could provide space for the PC in case infrastructure is lacking.  
The relevant civil society organizations should be involved in implementing PC in Bhutan. 

Objective 5 -              
Socially, culturally 
and spiritually 
appropriate PC 

1 The PC interventions in Bhutan must be culturally and spiritually appropriate.   No action required 
Support like food, shelter, financial is beyond the scope of health.  Rephrased the statements  
Traditional healing practices should be allowed even if there are no scientific evidences 

Providing financial support to be done under scrutiny.  No action taken 
Along with district health officers, the local leaders should be made accountable to ensure the 
implementation of PC services at the community level. Additional statements 

made Patients should also have the right to choose and terminate any treatment at any point of care. 

2 This is an extremely sensitive area to work with and really is case by case right? We may need legal 
advisors in this step of the way.  

No action taken 

 The local governance and the education systems have very good networking, and they should be 
involved 

PC: Palliative Care; PHC: Primary health centres; PEN HEARTS: Package of essential non-communicable Heart Attacks, Strokes and Kidney diseases; 
JDWNRH: Jigme Dorji Wangchuck national referral hospital  
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Other evidence strongly supports that, with adequate education and awareness along with 

supportive regulations, diversion and misuse of opioids can be largely prevented and that opioids 

can be safely made available in the community and at patients’ home even in LMICs.12,87,277 The 

framework, nevertheless, emphasizes that as opioids are made available in the community and 

at patients’ home, there must also be strategies in place to prevent diversion and misuse—for 

which a high level of consensus was achieved. 

Most of the statements pertaining to education, training and awareness about PC in Bhutan in 

both rounds were strongly agreed on by the participants. However, there were comments 

concerning who will lead this important task. Given its emerging status in Bhutan, PC education, 

training and awareness is considered a priority in the framework. Since 2016, when Bhutan began 

to acknowledge the importance of PC, several regional and international PC organizations have 

been involved in developing PC through training and educational programs in Bhutan.64,65,383 

Moreover, the PhD candidate is a nurse educator in Bhutan and is expected to play a key role 

along with her colleagues in enhancing education and awareness of PC in the country. Besides 

training the HCPs, communication to policy makers and the public is equally emphasized in the 

framework—to which most participants strongly agreed. Evidence highlights that inadequate 

education and awareness among government leaders and policy makers in some LMICs have 

been an impediment to developing PC.159 

Most participants in both rounds strongly agreed with the framework’s statements to implement 

PC at all levels of healthcare, in the community and in patients’ home. Many participants further 

commented that to reach every patient and family who needs PC, the services should be located 

as close to them as possible. However, a participant also commented that it is unrealistic to 

integrate PC at all levels of healthcare due to limited health resources in Bhutan and that it may 

be ideal to encourage private PC services. Evidence indicates that effective PC, besides improving 

QOL, actually reduces healthcare costs by minimizing long term hospital admissions, and 

repeated and often unnecessary visits to the emergency department.12,98,373 In Bhutan, as 

commented on by one of the participants, healthcare costs are completely borne by the 

government51 whose vision, underpinned by the Gross National Happiness principles, is to ensure 

a complete wellbeing of all Bhutanese. Further, the concept of Universal Health Coverage (UHC) 
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reminds us that availing PC should not in any way pose a financial burden to patients and 

families.149 The reach of PC in the community and patients’ homes further reduces expenses to 

patients and families.11,12,98,121 A framework which aims to integrate PC into the entire health 

system, from referral hospitals, primary health centres, out-reach clinics, sub-posts (community 

health facilities, smaller than the PHCs, managed by one health assistant) and into patients’ 

homes, achieves a strong consensus from participants.  

Statements supporting socially, culturally and spiritually appropriate PC in Bhutan achieved 

strong consensus, except for one statement which raised inconsistent feedback and did not reach 

80% consensus in Round 2. The statement ‘PC services should facilitate evidence based traditional 

healing practices as aspired by the patients and families’ scored 94% agreement in Round 1. It 

was rephrased in Round 2 based on comments like ‘why only facilitate evidence based traditional 

healing practices? It should be the choice of the patients, even if there are no evidences for some 

healing practices.’ Since evidence around traditional practices is very limited in Bhutan the 

comment was considered valid and the phrase ‘evidence based’ was excluded in Round 2. 

However, despite frequent utilization of local traditional healing practices among chronically ill 

and dying Bhutanese people,303 a trend being practised over generations, the statement scored 

only 72% agreement (less than the 80% established a prior for ‘consensus’). Perhaps, the limited 

awareness among the participants about the concept of PC including the need for a 

multidisciplinary approach to holistic care, could have contributed to the low agreement with the 

statement. Traditional healers in Bhutan play a vital role in supporting patients with advanced 

illness and at end-of-life. Although, at times, traditional healers do raise conflicting opinions 

about “conventional, Western” medicine, for example, occasionally advising patients not to take 

medical treatment, particularly injections, when the patient is critically ill, with adequate PC 

education and awareness, traditional healers in Bhutan can improve the QOL of patients with 

terminal illness and their families as is evident in other LMICs.304,384 Therefore, despite not having 

reached the consensus in Round 2, the final decision of the expert panel was that merely 

rephrasing the initial statement, which received high level of agreement in Round 1, should not 

lead to exclusion in the final framework. 
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The draft framework for PC in Bhutan was based on the WHO recommended public health 

strategies and overall achieved a high level of consensus. Serious health-related suffering due to 

advanced illness can affect people from all walks of life in the society. Aimed at relieving SHS, the 

WHO, IAHPC and other international PC organizations recognizes PC under the human right to 

health.148,385 The UHC emphasizes that PC is as essential as preventive, promotive, curative and 

rehabilitative components of healthcare.149 The integration of all these components is achieved 

through the public health approach.386 The aim of this framework was to ensure that PC, when 

developed in Bhutan, reaches every corner of the country and to every individual who needs it, 

thus the public health approach, which is firmly rooted in Bhutanese health system,50 was 

considered the best approach. Further, WHO recommended public health strategies offer cost-

effective, realistic and sustainable approaches to developing PC especially in resource 

constrained countries.11,77,82 Hence, in Bhutan, for now, at a period when the concept of PC is 

just emerging, the WHO recommended public health strategy was considered the most 

appropriate. 

Limitations 

The COVID-19 travel restrictions led to online participant recruitment. While efforts were made 

to invite and include as many relevant stakeholders as possible in Bhutan in the consensus 

process to finalize this first strategic document for PC in Bhutan, some important stakeholders 

could not be involved. Possibly because of their busy schedules coupled with limited awareness 

of the importance of PC and/or due to challenges related to online involvement, stakeholders 

like the Members of the Parliament, National Council Members, members of the Royal Society 

for Senior Citizens and spiritual leaders (many of whom have not studied modern education) did 

not participate. An opportunity to approach the stakeholders face to face could have improved 

participation. 

The Delphi process aims to include study participants who are ‘experts’ in the field.207,382 

However, participants in this Delphi study had limited knowledge/understanding of PC but were 

experts on the suffering of patients and families affected by life-limiting illnesses. Some of the 

participants initially hesitated to participate in the consensus process because they did not know 
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much about PC. For them, the short introductory videos, the information form and possibly their 

own further exploration about the concept helped them to understand and decide to participate. 

Their participation was crucial for this first framework for PC in the country. The framework was 

based on extensive literature review and expert guidance from the panelists and was finalized by 

incorporating participants’ views and comments. Nevertheless, the framework will need a 

revision in due course when the concept of PC becomes much more established in Bhutan.   

Theoretically, the Delphi iterations are to be continued until a complete consensus is reached.207 

The literature indicates that three rounds are often sufficient to reach the consensus.382,387-389 

Guidelines are available for even up to four rounds if required.207 However, for several reasons, 

this framework had to be finalized at the end of Round 2 despite two statements not having 

reached the benchmark for agreement and few comments indicating a need for further 

iterations. Discussions were raised with the expert panel on whether to consider another round 

to finalize those statements. However, it was decided not to go for Round 3 primarily because of 

the time factor as this PhD was already delayed due to the consequences of COVID-19. Thus the 

limited time left to complete the study did not permit another round to address those few issues 

which were then resolved with help from the expert panel. In future, more Delphi rounds may 

be required to further refine this framework. 

Conclusion  

As a part of the PhD degree, the research program developed a contextual based framework for 

PC in Bhutan, utilizing the WHO recommended public health strategies, through a Delphi 

consensus process involving relevant Bhutanese stakeholders. A high level of consensus, 96%, 

was achieved on the components of the framework. The framework, presented in Chapter 6, is 

expected to guide the implementation of PC in this tiny Himalayan Kingdom enabling reduced 

SHS, better QOL and peaceful and dignified deaths among the Bhutanese population. 
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CHAPTER 8. THE FRAMEWORK FOR PALLIATIVE CARE IN BHUTAN 

Case study 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

*All names in the case study are pseudonyms  

A fifty-four-year-old Aum Chimi*, mother of six children, had been experiencing heavy vaginal 
discharge and some discomfort in her lower back and abdomen for several months. She visited 
the nearby district hospital when she could not tolerate severe backache, foul smelling discharge, 
generalized weakness, loss of appetite and not being able to do her usual household chores. Chimi 
and her husband, Samdrup, had never been to school. Chimi always felt very embarrassed to get 
Pap smear tests in the past and had done it only once six years ago. The report was normal then 
and she thought she would not need the test anymore. 

This time, at the hospital the doctors advised an urgent Pap smear. During the test the nurse and 
the doctor found that Chimi’s cervix was very unhealthy, was bleeding on touch and was smelling 
terrible. They explained to her husband that it could be cancer and she was advised an urgent 
referral to Jigme Dorji Wangchuck National Referral Hospital (JDWNRH). Chimi immediately 
remembered one of her friends in the village who had similar problems and was referred to 
JDWNRH where she died a year ago. Chimi never wanted to face the same fate. 

At JDWNRH it was confirmed that Chimi had stage 4 cervical cancer. Surgery was not possible as 
the cancer had already metastasized. She was admitted to the hospital for severe pain, weakness 
and inability to eat anything. Chimi’s husband, 60-years old Samdrup, who was overweight, 
hypertensive and diabetic (Type II) was her primary caregiver. Their eldest son Karma, a young 
government official in Thimphu, and his wife Peyki, a school teacher, had explained to them by the 
doctor that Chimi’s cancer was in an advanced stage and that she may survive less than a year. 
When Karma asked if referral abroad would make a difference the doctor said there is nothing 
much that can be done even if she is referred abroad. Karma and Peyki along with his other siblings 
and their dad decided not to tell Chimi about the poor prognosis.  

Everyone in the family were suffering in different ways. Chimi was experiencing more and more 
intolerable pain every day. She feared that she may die soon and in distress. She was increasingly 
becoming confused about everything. She wanted to know what her future was like. Her husband, 
Samdrup, was depressed. He didn’t know how to handle the situation. He was also becoming 
physically exhausted and his blood pressure and sugar levels were fluctuating. He was concerned 
that his wife’s lifelong wish to divide the family’s property, especially the land, between their 
children while she was well and alive was not going to be fulfilled and he felt very sad about it. 
Karma and his siblings felt miserable to have known about their mom’s illness only at an advanced 
stage and in a way felt guilty and very helpless. It was hard for them to witness their mom in so 
much pain. Despite the best efforts of doctors and nurses, Chimi’s pain was never adequately 
controlled. She was kept in the hospital ward, in a corner bed and she smelt terrible. Chimi did not 
want to be in the hospital and wanted desperately to go back to her village and die at home but 
she thought that was impossible because no one talked about it to her. Eight months after she left 
home for treatment, one morning, Chimi died in pain and in psychological, emotional and spiritual 
distress in the hospital. Her family members were devastated.  
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Introduction 

The demand for palliative care (PC) continues to increase globally.3 It is estimated that by 2025 

there will be 1,200 million people above 60 years of age, resulting in tremendous increase of non-

communicable diseases (NCDs).82 The incidence of cancer is projected to increase to 22.2 million 

new cases per year by 2030390 and other NCDs are drastically increasing. The low-and-middle- 

income countries (LMICs) will continue to remain the worst affected.390 There exists 

unacceptable gap in the availability and accessibility to PC between developed countries and 

LMICs.14 In South Asian countries, including Bhutan, the burden of serious health-related 

suffering (SHS) is huge and access to PC is exceptionally poor.24 Out of 61 million people in the 

world with SHS, 9.9 million are in South Asia.24  Palliative care aims to improve the quality of life 

(QOL) of patients and families affected by SHS caused by the diagnosis of a life-limiting illness 

such as advanced cancer, dementia, heart, lung, liver and kidney failure.132 Identified as a 

fundamental human right,8,9,145 PC aims to prevent and relieve suffering by means of early 

identification, thorough assessment and treatment of pain and other problems, including 

physical, psychosocial or spiritual.7,14,132 Palliative care can be integrated at the diagnosis of a life- 

threatening/life- limiting illness and, along with the disease-modifying treatment, continued 

throughout the illness trajectory until end-of-life and extended to grief and bereavement support 

of family members [Figure 18(a)]. The bow-tie model, Figure 18(b), is increasingly used today to 

describe the integration of PC from the time of diagnosis till the end-of-life and beyond. Despite 

being a cost-effective, realistic and humane approach, PC is non-existent or minimally developed 

in most LMICs.14,74,319 In 2014, the World Health Assembly declared that PC is an ethical 

responsibility of health systems and an ethical duty of all healthcare providers.10 

In Bhutan, with an increase in modern amenities, life expectancy among Bhutanese has more 

than doubled from 35 years in the 1960s to 72 in 2021.271 However, associated with the increase 

in life expectancy is an increase in NCDs,82 an increasing challenge faced in Bhutan.44,60 Consistent 

with many other LMICs, diseases in Bhutan are often diagnosed at an advanced stage, as 

presented in the case study. Infectious, and potentially fatal, diseases such as multidrug resistant 

tuberculosis (MDR-TB), human immunodeficiency virus/acquired immunodeficiency syndrome 

(HIV/AIDS) and dengue still exist.48,272 Patients and families often experience SHS when diagnosed 
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with these diseases. Thus, PC has become the need of the hour. In recent years Bhutan has 

identified this need. In 2018, with a handful of nurses having participated in short courses in PC, 

a home PC group was initiated at the Jigme Dorji Wangchuck National Referral Hospital 

(JDWNRH) along with three beds allocated for PC in the oncology ward.66  

Figure 18(a). Integration of palliative care along with disease-modifying treatment. 

 

 

 

 

 

 

 

(Adopted from Palliative Care Australia and the World Health Organization,127,386 with modifications in the colours  
– yellow and orange represent Bhutan and pink represents love and compassion)391,392 

 

Figure 18(b). Bow-tie model of integrated palliative care.129 
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In 2020, a limited PC service package was launched by the Ministry of Health with an objective to 

integrate traditional medicine into PC.71 Therapies such as relaxation massage, trigger release, 

cupping, moxa, hot and cold compression, and acupuncture are provided by the traditional 

medicine in Bhutan.71 The PC service package emphasizes the integration of these therapies into 

PC for better symptom control and wellbeing. The Bhutan cancer control strategy (2019-2025) 

has identified PC as an essential element of care.60 Laabar and team, explored the need for PC 

among patients diagnosed with advanced illnesses and support needs for family members caring 

for those patients in Bhutan.321,350 

Public Health Strategies to Palliative Care 

Recognizing the disparity in the provision of PC services in the world, especially in resource poor 

countries, the World Health Organization (WHO) has emphasized the importance of integrating 

PC into public health.11,77,82 The WHO further emphasized implementation of public health 

strategies within the socio-economic, cultural and spiritual context of individual countries11,77 

which has ensured adequate and realistic PC services in some LMICs.74,75,87,237,241,244 

There are four essential elements that underpin the WHO’s public health strategies for PC (Figure 

19a): framing suitable PC policies; ensuring availability and accessibility to essential PC medicines 

(particularly opioids); providing PC education to health professionals, policy makers and the 

public; and implementation of PC at all levels of healthcare and community.82  

Moreover, recently in 2021, the WHO released yet another important report including an 

updated conceptual model (Figure 19b) to develop PC with an aim to address the existing gaps 

in a timely manner.81 The report proposes a set of indicators for developing PC that resulted from 

experiences and lessons learned across the world. Further, the report also includes innovative 

approaches including involvement of people and their communities in the development of PC.81 

Based on these WHO recommended public health strategies including the latest updates on 

inclusion of research and community involvement in the development of PC, the candidate, as a 

component of her PhD research program, developed a framework for PC in Bhutan, as described 

in detail in Chapter 5. The framework was finalized through the Delphi consensus process 

involving the relevant stakeholders in Bhutan and guidance from the identified expert panel. The 
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Delphi process helped to modify the steps to achieve those public health strategies according to 

the unique socio-cultural and spiritual context of Bhutan. 

Figure 19a. A Public Health Model for Palliative Care.82 

 

Figure 19b. Conceptual Model of palliative care development.81 
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While there are several favourable factors already in place to develop PC in Bhutan, there are 

also some challenges to overcome. A Strength, Weaknesses, Opportunities and Threats (SWOT) 

analysis was carried out while planning to develop the framework, presented in Box 1. 

Box 1. SWOT Analysis for developing palliative care in Bhutan 

Strengths 

• The government is recognizing the 
importance for PC. 

• The needs for PC among patients, 
families are explored and identified. 

• The views and perceptions of HCPs on 
the need for PC and how it should be 
delivered contextually are explored. 

• The framework to implement PC is 
developed. 

• A small home PC group available at the 
national referral hospital. 

• Some PC beds allocated at the national 
referral hospital. 

• Short-term PC trainings initiated for 
some healthcare professionals and 
religious leaders (monks). 

 

Weaknesses 

• Limited research on PC. 
• Lack of awareness on PC among 

clinicians, policy makers and the public. 
• Lack of appropriate PC policies. 
• Inadequate PC education among health 

care professionals limiting the 
awareness and its relevance and scope. 

• Inadequate availability and accessibility 
of essential PC medicines at all levels of 
healthcare. 

• Non-availability of palliative care 
specialists in the country. 

• Existing opiophobia (fear of opioids) 
among clinicians, patients, families and 
the public.  

• Lack of implementation of PC in the 
health system. 

Opportunities  

• Population size (small and manageable). 
• The philosophy of GNH emphasizing the 

overall well-being for the people in 
Bhutan. 

• Compassionate King(s) and committed 
government.  

• Her Royal Highness Princess Kezang 
Wangmo Wangchuck (the King’s aunt) 
as the patron of PC. 

• Free healthcare services. 
• Healthcare underpinned by compassion 

and equity. 
• The award of Tsuha Global Fellowship. 
• Networks established with regional and 

international PC communities 

Threats 

• Sparsely populated and rugged terrains 
in the country. 

• Limited health literacy among the 
general population 

• Shortage of doctors and nurse. 
• Non-availability of PC specialists and 

social workers within the medical 
workforce. 

• Bureaucratic hurdles in integrating PC 
into the health system. 

• Lack of budgetary and financial support. 

PC: Palliative Care; HCP: Healthcare Professionals; GNH: Gross National Happiness 
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The Framework for Palliative Care in Bhutan 

Vision 

All patients and their loved ones experiencing serious health-related suffering due to a life-limiting 

illness receive socially, culturally and spiritually appropriate quality palliative care throughout the 

illness trajectory, at end-of-life and in their bereavement.  

Mission 

To integrate palliative care into healthcare policy and all levels of healthcare service with 

adequate education, training and awareness, and availability of essential medicines to ensure 

equitable access across the country. 

Aim 

To implement a suitable palliative care model based on our socio-economic, cultural and spiritual 

context to ensure highest quality of life among patients and families affected by serious health-

related suffering due to a terminal illness. 

Objectives 

1. To develop suitable policies to integrate palliative care at all levels of healthcare.  

2. To ensure adequate availability and accessibility to essential palliative care medicines, 

including opioids, and other symptom relief measures including traditional medicines, 

and other necessary non-pharmacological resources at all levels of healthcare, in the 

community and at patients’ homes, while simultaneously ensuring prevention of 

diversion and misuse of opioids.  

3. To provide regular palliative care education, training, advocacy and awareness to 

healthcare professionals, social workers, spiritual leaders, policy makers and the public. 

4. To integrate palliative care at all levels of healthcare, in the community and in patients’ 

homes making it available to whoever needs it. 

5. To deliver palliative care according to Bhutan’s socio-economic, cultural and spiritual 

context. 
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Objective 1.  

To develop suitable policies to integrate PC into the national healthcare system. 

In order to achieve its required impact, PC must be an integral part of the national health system 

supported by national policies.10,83 Along with prevention, promotion, curative care, and 

rehabilitation, PC should be integrated into the health service with a focus on primary care and 

essential public health functions.81,386 Integration of PC determines the national health system’s 

capacity to prevent and relieve SHS of dying patients and their families.81 With PC policies in 

place, some LMICs have improved funding possibilities, ensured better access to medicines, 

enhanced education and training opportunities and made PC services accessible through all levels 

of healthcare and community.84,231,232,237,242 Moreover, PC policies supporting home-based care 

have increased the opportunity for home deaths, often preferred by patients.364 It also supported 

family caregivers reducing unnecessary hospital admissions and costs10-12 and led to increasing 

the capacity for patients requiring acute care.365  In Article 9 of The Constitution of Bhutan, 

Section 22 states that “The State shall endeavour to provide security in the event of sickness and 

disability or lack of adequate means of livelihood for reasons beyond one’s control.”51 On 17th 

December 2021, the 114th National Day, His Majesty the King addressed the nation on the issue 

of smart policies and strategies that are essential to ensure prosperity and wellbeing of the 

Bhutanese people.393 In Bhutan, a compassionate and close-knit society, developing suitable PC 

policies will help address these national mandates. It is encouraging that the cancer control 

strategy in Bhutan has identified PC as a crucial element of healthcare for the country.60  

Steps to address Objective 1:  

1. The policy should emphasize palliative care for all patients, both adults and children, 

experiencing serious health-related suffering due to a life – limiting illness irrespective of 

the diagnosis. 

2. The policy should be inclusive of palliative care patients’ family members.  

3. The policy should embed palliative care across the continuum of care through the primary 

healthcare approach. 



192 
 

4. The policy should promote a multi-disciplinary approach to palliative care where a team 

of doctors, nurses, pharmacists, physiotherapists, counsellors/psychologists, dietitians, 

social workers, Drungtshos, spiritual leaders, and volunteers are involved. The needs of 

the patients and families should be central to functioning of the team. 

5. The policy should ensure availability and accessibility of palliative care essential 

medicines, including opioids, at all levels of healthcare (national/regional referral hospital, 

district/community hospital and primary health centres, in the community (outreach 

clinics and sub-posts) and at patients’ homes. 

6. The policy should prioritize palliative care education, training and awareness for health 

care professionals, policy makers, spiritual leaders, traditional healers and the public. 

7. The policy should emphasize socio-culturally and spiritually appropriate palliative care 

services. 

8. Policy should enable palliative care providers to work with other relevant organisations 

to ensure social security in the event of lack of adequate means of livelihood in a patient 

and his/her family affected by a life-limiting illness  

9. The policy should ensure dedicated funding allocated for palliative care services. 

10. Palliative care policy should ensure the involvement of patients, families and communities 

in making decisions about their own care and addressing their needs. 

Objective 2. 

To ensure adequate availability and accessibility to essential PC medicines, including opioids 

and other pain relief measures including traditional medicines, and other necessary non-

pharmacological resources at all levels of healthcare, in the community and at patients’ 

home, while simultaneously ensuring prevention of diversion and misuse of opioids.  

Pain is one of the most common and the most feared symptoms experienced by patients with 

advanced illnesses.121 Physical pain can significantly influence both psychological and emotional 

domains and affect the overall QOL of patients and families.290,291  The availability of essential 

medicines including opioids, particularly morphine, is one of the key indicators of a country’s 

capability to provide adequate PC.394 The majority of the world’s opioids are utilized by 

developed countries, where PC is well established.12 The LMICs consumed only 1% of the 388 
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tons of morphine manufactured worldwide.248 Morphine – known to be cheap, affordable and 

very effective—12 is limited in Bhutan. The cancer control strategy identified that interrupted 

supply of opioids in Bhutan could be due to inadequate policy support.60 The WHO and the 2017 

Lancet Commission Report12,395 provide a list of essential medicines for the treatment of complex 

symptoms in patients with life-limiting illnesses and is presented in Box 2. 

While ensuring essential medicines, especially opioids, are available for adequate pain relief and 

better QOL for patients with severe pain at all levels of health care, in the community and at 

patients’ homes, evidence suggests that there are minimal instances of diversion and 

misuse.396,397 It is crucial to ensure a balance between appropriate medical access to opioids and 

the prevention of their diversion and non-medical use.12 With proper dialogue among concerned 

authorities, along with adequate education and awareness among patients and families, opioids 

are safely dispensed to patients for use at home in some developing countries.397 Non-

pharmacological pain management measures including traditional healing therapies have also 

shown benefits in reducing pain and distress.268  

Steps to address Objective 2: 

1. An essential palliative care medicines list, including opioids, particularly morphine (both 

immediate and sustained release), should be agreed upon for Bhutan. 

2. Medications on the essential list should be available and easily accessible at all levels of 

healthcare (national/regional referral hospital, district/community hospital and primary 

health centres), in the community (outreach clinics and sub-posts) and at patients’ homes. 

3. Opioid management procedures at all levels of healthcare must address the risk of diversion 

and misuse. 

4. Other non-pharmacological pain management therapies such as physiotherapy measures, 

music therapy, art therapy, religious teachings and other traditional healing practices from 

Traditional Medicine should be available to patients with life-limiting illnesses and their 

families. 

5. Relevant medical equipment including, but not limited to, pressure-reducing mattresses, 

nasogastric drainage or feeding tubes, urinary catheters, commode chairs, bed pans, 
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urinals, opioid lock boxes, wheelchairs, walking aids, flashlights with rechargeable 

batteries, diapers and oxygen should be available or easily accessible at all levels of 

healthcare, in the community and at patients’ home.  

Box 2. List of essential palliative care medicines.12 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Objective 3. 

To provide regular PC education, training, advocacy and awareness to healthcare 

professionals, social workers, spiritual leaders, policy makers and the public. 

• Amitriptyline 

• Bisacodyl (Senna) 

• Dexamethasone  

• Diazepam  

• Diphenhydramine (chlorpheniramine, cyclizine, or dimenhydrinate) 

• Fluconazole  

• Fluoxetine or other selective serotonin-reuptake inhibitors (sertraline and 

citalopram) 

• Furosemide  

• Hyoscine butyl bromide  

• Haloperidol  

• Ibuprofen (naproxen, diclofenac, or meloxicam)  

• Lactulose (sorbitol or polyethylene glycol)  

• Loperamide  

• Metoclopramide  

• Metronidazole  

• Morphine (oral immediate-release and injectable)  

• Naloxone parenteral  

• Omeprazole  

• Ondansetron  

• Paracetamol  

• Petroleum jelly  
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Education, training and awareness are essential components of public health strategies in 

PC.76,368 Basic or generalist PC education should be available to all undergraduate medical, 

nursing and allied health candidates and should also be provided regularly as in-service training 

for healthcare professionals. Generalist PC knowledge and skills involve basic management of 

pain and other symptoms including depression and anxiety, discussions about prognosis and 

goals of treatment, and being able to refer to specialist PC if needed.398 Specialist PC involves 

management of refractory pain or other symptoms, more complex depression, anxiety, grief, and 

existential distress, handling conflicts regarding treatment within families, between staff and 

families and/or among treatment teams.398 Specialist PC, which also can provide assistance in 

addressing cases of near futility,398 can be provided by individuals having specialized in the 

subject. It is also vital to educate policy makers on the importance of developing PC services and 

the public on the availability and benefits of such services. To date, only a handful doctors and 

nurses in Bhutan have attended short courses in palliative care and till date there is no PC 

specialist.60  

Steps to address Objective 3: 

1. A palliative care curriculum should be integrated at the Faculty of Nursing and Public 

Health, Faculty of Traditional Medicine, the Faculty of Postgraduate Medicine at the 

Khesar Gyalpo University of Medical Sciences of Bhutan (KGUMSB) and other private 

nursing colleges in the country. 

2. Palliative care education should be available as continuous professional development for 

doctors, nurses, physiotherapists, pharmacists, psychologists, counsellors, social 

workers, Drungtshos, health assistants and other allied health professionals across the 

country in the form of hands-on trainings, workshops, bedside coaching, seminars and 

conferences.  

3. Palliative care education should enable at least basic knowledge and skills about 

palliative care among all doctors, nurses and other allied healthcare professionals at all 

levels of healthcare.  

4. Palliative care education should develop care providers’ skills in communicating with the 

patients and families affected by a life-limiting illness. 
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5. Palliative care education should emphasize a humane and compassionate approach 

towards caring for patients and families affected by a life-limiting illness. 

6. International training opportunities should be available to a small group of identified 

doctors, nurses and other relevant healthcare professionals interested in specializing in 

palliative care. 

7. Palliative care education and training should also be provided to spiritual leaders, 

traditional healers and volunteers involved in the care of patients and families affected 

by a life-limiting illness.  

8. Palliative care education should cover ethical and medico-legal issues, including the 

relevant professional ethical principles, and the relevant legislation of clinical practice. 

9. Palliative care education should emphasize identification of physical and moral distress, 

emotional burnout and self-care among care providers and how to seek timely help. 

10. Palliative care education and awareness programs should be available for policy makers 

and the public through workshops and other social media platforms. 

11. Research on palliative care should be emphasized, promoted and supported. 

Objective 4. 

To integrate PC at all levels of healthcare, in the community and in patients’ homes making it 

available to whoever needs it. 

For public health strategies to be effective, it is recommended that PC must be integrated into all 

levels of healthcare including in the community and at patients’ homes.10,81 Integrating it into the 

healthcare system has radically improved access to PC services in some LMICs.163,235 In Bhutan, 

the cancer control strategy, published in 2021, has emphasized that PC needs to be integrated at 

all levels of healthcare.60 This framework further accentuates that PC should also reach into the 

communities and patients’ homes. With HCPs trained at all levels of healthcare, generalist PC, 

required by most patients, can be provided at any level of healthcare and extended to community 

and patients’ homes by any PC trained HCP.127 Patients with complex issues requiring specialist 

PC can avail from referral hospitals, through face-to-face or tele-consultation services, where PC 

team with a specialist will be based (Figure 20) 
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Figure 20. Provision of PC at different levels of healthcare.127 

 

Steps to address Objective 4: 

1. Generalist palliative care should be available at all levels including referral hospitals, all 

district / community hospitals and primary health centres through in-patient, out-patient 

and home care services.  

2. Specialist palliative care should be available at the national and regional referral hospitals. 

3. At the national and regional referral hospitals a separate palliative care unit with 

adequate beds and adequately trained staff should be available. 

4. At the district/community hospitals and primary health centres adequate beds with 

adequately trained staff should be available for palliative care. 

5. A separate palliative care centre may be considered in places like Thimphu to ensure better 

care of patients with terminal illnesses and their families, act as a centre of excellence for 

training and research, and simultaneously reduce burden to the national referral hospital. 

6. Access to palliative care teleconsultations should also be available 24X7 through all the 

possible social media platforms amongst care providers and with patients and families. 

7. A palliative care network should be developed between different levels of healthcare to 

enable support for more complex patients and smooth transition of care during patient 

referrals. 
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Objective 5. 

To deliver PC according to Bhutan’s socio-economic, cultural and spiritual context. 

Patients and families affected by advanced or life-limiting illnesses and at end-of-life often 

experience ‘total pain,’ meaning that they suffer psychological, emotional, financial and spiritual 

distress in addition to physical pain and discomfort associated with other symptoms, which 

further aggravates their QOL.108 An assessment of the needs of patients with advanced illnesses 

in Bhutan and their family members suggested that the financial impact from the disease was 

one of the most significant problems faced.321,350 Further, cultural beliefs significantly affect the 

experiences and QOL of the dying person and their family.166 Similarly, spirituality is vital to 

patients and families, influencing health related decision-making and aiding in acceptance of a 

life-threatening diagnosis.168,219 In Bhutan, spirituality is often associated with religious practices, 

beliefs and values and it plays a significant role in the lives of Bhutanese, especially when 

confronted with life-limiting illness, death and dying.  

Steps to address Objective 5: 

1. Palliative care should be provided according to the socio-economic, cultural and spiritual 

context of the individual patient and his/her family.  

2. Palliative care providers should liaise with other government and non-governmental 

organizations to ensure basic support including food, clothing, shelter and financial help 

for patients and families if necessary. 

3. Palliative care providers should engage with and seek the support of community leaders 

including Gups, Mangmis, Tshokpas, religious leaders, traditional healers and other 

influential people such as business leaders. 

4. Palliative care providers should respect privacy and ensure dignity of every patient and 

family throughout the illness trajectory, at end-of-life and during grief and bereavement 

period. 

5. Palliative care services, in consultation with the treating physician, should provide 

adequate and honest information about the disease and its prognosis as desired by the 

patient and his/her family.  
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6. Upon thorough discussion and honest understanding of their condition, the decisions of 

patients and families on the choice of treatment and/or its termination must be 

respected. 

7. Palliative care providers should facilitate local traditional healing practices as desired by 

patients and their families. 

8. Palliative care providers should facilitate fulfilling the end-of-life wishes of patients and 

their families including completing their unfinished business, their choice of place of care 

and death as much as possible. 

Figure 21 presents the diagram of PC in Bhutan. The colours in the diagram - yellow, orange and 

white symbolizes Bhutan392 and pink represents love and compassion.391 The background picture 

represents Thuenpa Puenzhi, the harmonious unity among the four animals399 – the unity crucial 

in PC. 

Implementation of the framework 

Upon completion of her PhD and return to Bhutan, the candidate will seek endorsement of the 

framework for PC by the Ministry of Health followed by its implementation in in the country.  TDL 

is optimistic that, similar to the support and encouragement she has received from the relevant 

stakeholders while finalizing the framework, the implementation of PC in Bhutan will gain further 

support from the Royal Government of Bhutan, the Ministry of Health, the WHO country office 

and other national, regional and international agencies.  
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Figure 21. Diagram of the framework for palliative care in Bhutan. 

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Diagram of Framework for Palliative Care in Bhutan 
Developed by: Tara Devi Laabar; Christobel Saunders; Kirsten Auret and Claire E Johnson 

 
VISION 

All patients and their loved ones experiencing serious health-related suffering due to a 
life-limiting illness receive socially, culturally and spiritually appropriate quality 

palliative care throughout the illness trajectory, at end-of-life and their bereavement. 

MISSION 

To integrate palliative care into 
healthcare policy and all levels of 

healthcare with adequate 
education, training and 

awareness, and availability of 
essential medicines to ensure 

bl   

AIM 

To implement a suitable 
palliative care model based on 

our socio-economic, cultural and  
spiritual context to ensure 

highest quality of life among 
patients and families affected by  
serious health-related suffering 

     

OBJECTIVES 

1. Develop suitable palliative care policies  
2. Ensure adequate availability and accessibility of palliative care essential 

medicines 
3. Provide adequate palliative care education, training and awareness to 

healthcare professionals, policy makers and the public 
4. Implement palliative care at all levels of healthcare, in the community and in 

patients’ homes. 
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CHAPTER 9. DISCUSSION, RECOMMENDATIONS AND CONCLUSION 

Introduction 

When diagnosed with a life-limiting illness, patients and their families are confronted with 

complex suffering ranging from physical pain and discomfort from other symptoms to 

psychological, social, emotional and spiritual distress which can affect their overall quality of life 

(QOL).14 Palliative care (PC) improves QOL even when the prospect of cure for the disease is 

limited. It aims to adequately relieve physical pain and other symptoms, address the 

psychological, social, emotional and spiritual issues encountered by patients and their families 

and caregivers, and provide quality end-of-life (EOL) care ensuring a respectful, dignified and 

peaceful death at a place of their choice.14 However, despite several United Nations’ resolutions 

adopted since 2014,10,80,149,400 urging member states to integrate PC into the public health 

system, only 12% of the 56 million people in need of PC worldwide are today able to access it. 

Nearly 78% of people in need of PC are in low-and-middle-income countries (LMICs) where PC is 

not available or is very limited.12,14,18,81 In their recent study, Nambiar and colleagues, identified 

the dearth of PC in South Asian countries which includes Bhutan.24 The World Health 

Organization (WHO) continues to emphasize that PC should be identified as an ethical imperative 

that needs to be provided to all the population.386  

In Bhutan, the concept of PC has emerged in recent years but, up until now, is extremely limited 

in scope. Except for a small home care group at the national referral hospital catering for patients 

with advanced illnesses living in and around the capital city, Thimphu, and three beds identified 

for PC in the same 350-bed hospital, PC is not available in Bhutan. Besides a handful of doctors 

and nurses having attended few short courses, PC education is yet to be formally integrated into 

the nursing and allied health training programs.  Bhutan does not have a medical college and our 

doctors are trained in neighbouring countries like India, Bangladesh, Sri Lanka and Thailand. 

However, Bhutan does have postgraduate medical education, but PC is not yet included in this 

curriculum.  

Essential PC medicines, especially opioids, morphine in particular which is cheap, affordable and 

very effective,12 are available in most hospitals. However, many doctors are not comfortable 
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prescribing opioids to patients with moderate to severe chronic pain because they are not trained 

in PC. With such vital drugs not available in the primary health centres and in the remote 

community, patients and families residing there often face challenges. Those with limited 

education and from lower socioeconomic groups, many of whom live in remote parts of the 

country, are voiceless especially when they are deprived of such basic facilities like adequate pain 

management. Patients with life-limiting illnesses and their families face other complex needs due 

to physical, social, psychological, emotional and spiritual causes, which often go unaddressed. 

Without PC in place in Bhutan, most patients today either die at home in pain and distress or die 

in hospitals, away from many of their loved ones, and still with inadequate management of pain 

and other issues. 

Therefore, this PhD thesis compiled the findings of a research program that aimed to develop a 

suitable PC model that is socially, culturally and spiritually applicable for the Kingdom of Bhutan. 

The project was divided into two phases. In Phase 1, the international literature was reviewed 

and the need for PC in Bhutan was assessed. While the needs assessment found that PC is a 

crucial need in Bhutan, the literature review informed an appropriate model of PC for the 

Bhutanese socio-cultural and spiritual context. Hence, in Phase 2, utilizing the findings of Phase 

1 and, further involving the relevant stakeholders in the country, a framework for PC based on 

the WHO recommended public health strategies modified to Bhutanese context is developed. 

The key findings relating to the aims of the research program and their implications 

Aim 1: To describe the evidence, through an integrative literature review, of WHO 

recommended public health PC models in lower-income countries. 

An integrative literature review was conducted to identify PC models in lower-income countries 

(LICs) utilizing public health strategies and to characterize how social, cultural and spiritual 

components were integrated into those models. Based on the inclusion criteria, 37 articles were 

included from a search of four electronic databases - Medline, Embase, Global Health and 

CINAHL. The review found that a number of LICs utilized public health strategies to deliver PC. 

One-third of the included articles in the review highlighted the importance of integrating socio-

cultural and spiritual components into PC. However, the review also found that, despite 
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implementing the public health approach, many LICs encountered several challenges in 

successfully integrating all four strategies - suitable PC policies, availability and accessibility of 

essential PC medicines, adequate PC education and training and implementation of PC at all 

levels of healthcare and community. Several studies in the literature indicated that utilizing public 

health strategies and modifying them to individual contexts ensures provision of adequate PC 

particularly in LMICs.11,14,77,83,218  

Further, the WHO has recently released a report with a conceptual model for PC which now 

recommends including additional components, research and community involvement, to those 

existing strategies for developing PC, and has identified a list of indicators to monitor PC 

development.81 Hence, besides the findings of this integrative literature review, the 

implementation of PC in Bhutan will also utilize other existing and evolving global PC policy 

evidence.3,10,12,14,80,81,149 

Aim 2: To explore the current needs for PC among Bhutanese patients diagnosed with advanced 

illnesses in Bhutan 

Given that this was the first research program for PC in Bhutan, it was important to assess the 

need for PC prior to developing the model. Evidence suggests that to develop an appropriate PC 

model it is vital to first understand the needs of the patients affected by a life-limiting illness, the 

support needs of their families/loved ones and also those of healthcare professionals (HCPs) 

involved in caring for these patients.96 Thus for Phase 1 in 2019, prior to the emergence of the 

COVID-19 pandemic, the PhD candidate travelled across the country to collect data for her 

research. She met with patients diagnosed with advanced illnesses, their families and HCPs at all 

levels of healthcare including national and regional referral hospitals, district and community 

hospitals and primary health centres (PHCs) and also recruited patient and family participants 

who were at home in the community. Data collection included both quantitative surveys as well 

as qualitative interviews and focus group discussions.  

Among patients diagnosed with both advanced cancer and other non-malignant conditions, the 

analysis of quantitative data demonstrated a low to moderate need for support for physical, role, 

emotional, cognitive and social functioning; moderately high levels of support were needed for 
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symptoms including pain, fatigue, insomnia and loss of appetite; and high levels of need for 

financial support. Although other important needs like information and spiritual needs could not 

be explored, as we used only one tool due to complex practical issues involved in using multiple 

tools with this population, the overall QOL among patients was poor. The findings were 

consistent with previous research in both developed and developing countries where patients 

with cancer and non-cancer conditions had varied needs throughout their illness trajectory 

affecting their overall QOL.119,283-285,306,307 This first study on the need for PC among Bhutanese 

patients has helped inform a relevant PC model in Bhutan.  

Aim 3: To explore the support needs among Bhutanese family members caring for their loved 

ones diagnosed with advanced illness and/or elderly and frail relatives. 

Among the family members who played a vital role as primary caregivers to their loved ones with 

advanced illness, high levels of support were needed to understand their relatives’ illness, 

manage symptoms, provide personal care, and address financial and legal issues. For their own 

wellbeing as primary caregivers, a significant amount of support was also needed in areas like 

knowing what to expect into the future, whom to contact if the patient deteriorated, dealing with 

their own feelings and emotions, having time for themselves, understanding and reflecting on 

their own beliefs and spirituality, practical help at home and getting a break overnight. The 

findings are consistent with other countries where family members needed support that enabled 

care for their sick relative and support that related directly to their own well-being.190 As the first 

study to assess the needs of family members in Bhutan, the findings helped inform an 

appropriate framework for PC in the country. 

Aim 4: To narrate stories about lived experiences of patients and their families affected by 

advanced illnesses indicating the need for PC in Bhutan. 

The qualitative data were collected through in-depth interviews of the lived experiences among 

patients living with advanced illnesses and their family members involved as primary caregivers. 

Stories of patients like Muku and Sangay and family members like Seldon, Zam, Choden and Dawa 

have strongly indicated complex needs when confronted with life-limiting illnesses suggesting an 

urgent need for socially, culturally and spiritually appropriate PC in Bhutan.  
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Aim 5: To describe the differences in the need for PC between women living with advanced breast 

cancer in Bhutan and in Western Australia. 

In Phase 1, four women living with advanced breast cancer in Bhutan and five in Western 

Australia (WA) were also interviewed. The interviews aimed to identify the needs for PC among 

Bhutanese women and to inform how PC made a difference among WA women. Among the 

Bhutanese women, three out of four had not been to school. Irrespective of their education level, 

the need for correct and adequate information about the disease, the importance of seeking 

early cancer treatment, and the available treatment options at the initial stage of the diagnoses 

were critical. The lack of such vital information led them to use alternative medicines, which 

delayed cancer treatment and reduced QOL. The need for PC was crucial for these women in 

Bhutan. Among the WA women, all of whom had been to school and had a clear understanding 

about timely cancer treatment, three of them were receiving active PC, the other two were 

waiting to utilize it when needed. However, not everyone had a good understanding of PC, even 

in Australia. While some had received adequate information about their illness, some WA women 

still emphasized the need for adequate and timely information about the disease progression 

and the available treatment options to help improve their QOL. The stories also revealed that, 

despite having well-established PC services, some patients in WA, facing unique and complex 

issues due to advanced illness, chose to avail voluntary assisted dying which was recently 

legalized in the state.352 These stories suggest integrating PC at the early stages of the diagnosis 

along with other therapeutic treatment to help ensure better QOL among patients as evidenced 

from literature.401,402 Further, the stories also suggest that PC, even in developed countries like 

Australia where it is well established, should be, as much as possible, patient- and family-

centered to address the unique needs of individual patients and families to ensure their QOL as 

reiterated by the WHO.148 

Aim 6: Exploration of the views and perceptions of Bhutanese HCPs about the needs for PC and 

how it should be delivered in Bhutan. 

Healthcare professionals including doctors, nurses, physiotherapists, pharmacists, health 

assistants and drungtshos in Bhutan were recruited into the study through surveys, focus group 

discussions and in-depth interviews. A mixed-method study, reported on the HCPs’ limited 
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exposure to PC education and training leading to distressing experiences and challenges faced 

while caring for patients with advanced illness and at end-of-life. The study identified an urgent 

need for PC in Bhutan. A qualitative study, generated multiple themes including those which were 

consistent with past studies prioritizing the need for PC policies, ensuring adequate PC medicines, 

adequate education, training and awareness, and the need for interdisciplinary team to enable 

holistic care to the patients and families. The data also provided the HCPs’ views and perceptions 

on how PC can be contextually delivered in Bhutan. Besides the voices of patients and families, 

the views of HCPs have added evidence to the critical need for PC in Bhutan and subsequently 

informed a PC model that is appropriate to the socio-cultural and the spiritual context of the 

country. 

Aim 7: Obtaining viewpoints and building consensus among the relevant stakeholders in Bhutan 

on an appropriate PC framework for the country. 

The research program in Phase 2 aimed to develop an appropriate framework for PC in the 

country. The framework, based on the public health strategies, was developed considering the 

findings of the literature review along with the identified PC needs of patients, support needs 

among their family members and the views and perceptions of HCPs on the need for PC and how 

it should be delivered in Bhutan. The framework was finalized with two rounds of the Delphi 

consensus process involving relevant Bhutanese stakeholders. Despite PC being a new concept 

to many stakeholders, 47 out of 49 statements in the framework achieved more than 80% 

agreement at the end of Round 2 as discussed and presented in Chapter 5. This framework, the 

first strategic model for Bhutan, based on the WHO recommended public health strategies 

modified to the Bhutanese socio-cultural and the spiritual context, is expected to guide the 

implementation of PC in the country in the near future.  

Way forward – Implementing Palliative Care in Bhutan 

On completion of her PhD and upon return to Bhutan, the candidate aspires to be involved with 

relevant organizations including the Ministry of Health, the WHO country office, the medical 

university and other stakeholders like the home PC team to develop an appropriate plan to 

implement PC into the Bhutanese healthcare system. Utilizing the evolving global policies on the 
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development of PC and its importance worldwide,3,10,12,14,80,81,149 the candidate wishes to 

advocate to the Royal Government of Bhutan, policy makers and the public for the importance 

of developing PC in Bhutan. 

In October 2021, the PhD candidate also secured a global fellowship from the University of 

Western Australia’s Tsuha Global Fellows Program.403 Sponsored by a private philanthropic 

organization, the Tsuha Foundation,404 the fellowship aims to provide the fellows, selected from 

eight LMICs, with targeted educational, mentorship and networking opportunities to implement 

projects related to the United Nations Sustainable Development Goals (SDGs) in their home 

countries.403 The aim of the candidate’s project with the Tsuha Fellowship is to implement PC in 

Bhutan aligning with the 2030 SDGs. In the next five years, the timeline for the Fellowship, the 

candidate aims to achieve the following objectives:  

i) To generate evidence on the preference for PC service among patients and families in 

Bhutan and explore the feasibility of the preferred services among HCPs. 

ii) To educate, train and increase awareness of PC among healthcare professionals, policy 

makers, spiritual leaders and the public. 

iii) To develop PC teams and implement PC in the three referral hospitals – one national and 

two regional referral hospitals, as per the outcome of the first objective. 

Given the social and cultural construct in Bhutan and looking at the evidence from other 

LMICs,159,405 developing home PC services is expected to generate better outcomes for Bhutanese 

people affected by life-limiting illnesses. Further, considering the healthcare costs, several pieces 

of international evidence indicate that effective PC at home reduces long-term hospital 

admissions and repeated (and often unnecessary) visits to emergency departments, reducing 

healthcare costs while significantly improving the QOL of patients and families.10-12,98 

Nevertheless, the future research aims to explore and understand the preferences for PC services 

and its location (home PC or hospital PC) among patients and families to guide proper planning 

and implementation of services.  

To achieve the above objectives, the first step will require the framework for PC to be endorsed 

by the Ministry of Health in Bhutan. Endorsing this first strategic document for PC in Bhutan will 
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help guide the implementation of PC in the country. Following the endorsement, a plan for 

framework implementation is to be developed involving relevant stakeholders like the Ministry 

of Health, the WHO country office, the medical university, the national referral hospital, Bhutan 

Cancer Society and the Central Monastic Body. Since education and awareness of PC is a critical 

component of the framework to start with, the next crucial step will be to build the capacity of 

the faculties of Nursing and Public Health, Postgraduate Medicine and Traditional Medicine at 

the Khesar Gyalpo University of Medical Sciences of Bhutan (KGUMSB) and develop new curricula 

and revise the existing ones if necessary. Simultaneously, it is crucial to begin with awareness 

programs among the key stakeholders and gradually move on to conducting formal educational 

workshops for the HCPs, policy makers, spiritual leaders, traditional healers and community 

volunteers, involving other regional and international experts through online or face-to-face as 

appropriate with the constantly changing requirements related to COVID-19 pandemic. 

Ultimately, as highlighted in Chapter 1, the implementation of PC in Bhutan will be guided by the 

existing and evolving international PC policy evidence10,12,14,76,77,79-82 along with the findings and 

outcome of this PhD research program.  

Among the recommendations the project has outlined (listed in Box 3), one includes the need for 

discussion with the Ministry of Health on employing social workers, currently not included in the 

Bhutanese health work force. Evidence from other countries indicates that social workers play a 

critical role in PC.406,407 As PC is a multidisciplinary approach of care,121 and as evident from 

Bhutan’s literature that social issues identified among patients and families affected by advanced 

illnesses are of major concern,321,350 having social workers will help address those crucial social 

needs.   

Another important recommendation is the need to develop evidence-based PC needs 

assessment tools which will enable adequate response to PC needs and evaluate the outcomes 

of care. The tools will also help make improvements in care when necessary. The project also 

recommends developing clinical guidelines and standards for appropriate PC provision in Bhutan. 

The guideline should be based on the evidence of PC needs among patients and families and by 

involving relevant clinicians and stakeholders in the country. Establishing a proper record keeping 

and reporting system for all PC clients at all levels of healthcare is essential to enable quality data 
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for research on PC needs, services and outcomes which is vital to generate evidence and inform 

gaps in service delivery for quality improvement. The final recommendation of the project is that 

the current framework will need to be revised in due course, approximately in another five to 

eight years.  

Box 3. List of key recommendations drawn from the research program 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Short- and medium-term recommendations: 

1. The framework for PC to be endorsed in by the Ministry of Health, Bhutan. 

2. Develop plans for PC framework implementation involving the Ministry of Health, 

the WHO country office, the medical university, the national referral hospital, and 

other relevant stakeholders. 

3. The KGUMSB to build capacities among the faculties and develop PC modules and 

provide PC education to HCPs, government and local leaders, policy makers, 

spiritual leaders, traditional healers, patients, families and the public. 

4. Generate evidence on the preferences for PC among service users in Bhutan. 

5. To establish proper recording and reporting system for all PC clients at all levels of 

healthcare to enable the availability of quality data. 

6. To develop clinical guidelines and standards for appropriate PC provision.  

7. Strengthen research related to PC needs, services and outcomes. 

Long term recommendations: 

8. Develop evidence-based PC need assessment tools to enable adequate response 

to the needs, to evaluate outcomes and make improvements. 

9. Discuss with and emphasize to the Ministry of Health the utility of employing social 

workers, a vital PC team member, currently not included in the Bhutanese health 

work force. 

10.  Develop PC teams and infrastructure at the national and regional referral 

hospitals and start providing PC. 

11.  The framework for palliative care is revised in due course, approximately in five - 

eight years.  
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Strengths and Limitations of the research program  

There are several strengths and limitations to this program of research. One of the main strengths 

is the achievement of the first ‘real-world’ evidence on the need for PC in Bhutan where PC 

remained unknown until very recently, partly due to lack of such evidence on its need in the 

country. The structured questionnaires for patients and families included only one tool each 

which limited an understanding of the level of need for other important issues like informational, 

sexual and spiritual needs. Due to complex practicalities including low literacy among the 

participants, issues with translation and the potential for encountering cultural taboos, we 

expected difficulties in using multiple tools and thus decided to use only one tool each to 

maximize participation. However, the in-depth interviews enabled a better understanding of 

some of those needs, as demonstrated by the stories in Chapter 3, although sexual needs could 

not be explicitly explored even in the interviews. The research also could not elaborate on the 

limited literacy, including health literacy, among Bhutanese patients and families which is crucial 

to identify if PC is to be developed. Hence, future research should aim to explore and understand 

such crucial needs and among patients and families requiring PC.  Further, identifying the 

enablers and barriers, including health literacy, to PC in Bhutan could be a potential area for the 

candidate’s post-doctoral focus. 

The other strength is having included the study sites for needs assessment from all regions of the 

country. Although Bhutan is a tiny Kingdom, each region (east, west, north, south and central) 

has its own unique cultural practices, beliefs and values especially around chronic illness, death 

and dying. This program of research has provided an understanding that the approach of PC, even 

in a small country, must be patient-and-family focused, as emphasized by prior literature.14,121 

Despite the small number of participants, especially patients and families who participated in the 

survey, and other challenges such as PC being a new concept, limited time for fieldwork and other 

logistic issues faced during data collection, the findings have informed a crucial need for a socially, 

culturally and spiritually appropriate PC in Bhutan.  

With regard to the qualitative data, some of which were used as narratives in this thesis, the in-

depth interviews were conducted by the candidate in Bhutanese dialects, some of which do not 
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have a written form. The data were translated and transcribed in English by the candidate 

independently. No investigators who knew the native languages were involved in the study. The 

candidate has a high level of proficiency in all the main dialects used in the research. Where the 

candidate was uncertain of the meaning of a word, she checked with a native speaking clinician, 

however, crosscheck of the whole transcripts was not possible.  Never-the-less, despite the 

candidate’s best efforts there is a risk to the reliability of the findings. Future studies should, 

therefore, involve external interpreters or relevant individuals to crosscheck the translation in 

such situations. 

The HCPs including doctors, nurses, pharmacists, physiotherapists, health assistants and 

Drungtshos from all levels of healthcare across the country, despite their limited understanding 

of PC, were forthcoming to participate in this research. They provided valuable views and 

perceptions on the crucial need for PC in Bhutan and how PC provision should be customized to 

Bhutanese sociocultural and spiritual realities. The findings of this research program can be 

widely applicable within Bhutan and maybe generalized to other developing countries with 

similar socio-cultural contexts. 

With the integrative literature review, although a more comprehensive search strategy such as 

using wild cards and names of LICs may have resulted in more articles, nevertheless, the articles 

identified using the search strategy provided information from a number of LICs which utilized 

the public health strategies to provide PC and identified the importance of including socio-

cultural and spiritual components.  

Due to the international travel restrictions posed by COVID-19 pandemic, the initial plan for 

Phase 2 of the research program had to be changed. Plans such as first educating the stakeholders 

face-to-face on the concept of PC and its benefits, could not be delivered. Educational strategies 

and data collection had to be completely redesigned into online modules. Several barriers likely 

contributed less than optimal participation in the Delphi study. Potentially, a poor understanding 

about PC and its importance, and being engaged with other national priorities limited 

participation by some important stakeholders such as the Members of Parliament and the 

National Council members. Further, the limited expertise of many Bhutanese people in utilizing 

online communications, may have contributed to stakeholders like the members of Royal Society 
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for Senior Citizens and spiritual leaders not enrolling in the study. In a society like Bhutan, face-

to face interactions in the field could have definitely resulted in better participation. Nonetheless, 

68% of the identified stakeholders with varied professional backgrounds and having an 

understanding of suffering caused by chronic life-limiting illnesses participated in two rounds of 

Delphi iterations. Despite many of them having limited understanding of PC and its importance, 

utilizing the video-recorded presentations on PC and its benefits and the participant information 

form, the framework achieved a high level of consensus.  

The framework for PC in Bhutan is built on a public health model which involves all health 

professionals being able to deliver basic PC but there is a need for specialist PC services to take 

responsibility for complex cases, continuing education and support, introducing and enhancing 

PC research, and further developing PC services in Bhutan. Furthermore, the Framework is based 

on the levels of need of individual patients and families and not from the population perspectives 

as demonstrated by Rosenwax, Murtagh and their teams.261,408 While we investigated the 

problems and views of individual patients and family members, we still do not know the number 

of people in Bhutan who could benefit from PC. We could use the modelling from PC Australia127 

and other developed countries where PC is well established but they do not reflect the 

complexities that exist in Bhutan. Future study should inform how many specialist PC services 

and PC specialists are required in Bhutan according to the number of patients and families 

affected by life-limiting illnesses and with the complexity of the issues they face. 

One of the main limitations of this research program is that it focused only on adult patients and 

their families. Although the concept and the underlying principles of PC are similar for adults and 

children (including neonates), there are certain specific needs which require unique approaches 

in paediatric and neonatal PC.409,410 The research could not explore the needs for PC among 

Bhutanese children and neonates due to two main reasons: i) the complexity involved in ethical 

requirements for children and neonates; and ii) considering the subsequent vastness of the 

project coupled with limited duration of time for a PhD. This does not at all mean that 

paediatric/neonatal PC is of less significance in Bhutan. It is as crucial as it is for adult patients 

and families. Thus, in the near future it is vital to assess the needs for PC among Bhutanese 

children/neonates and their families to inform a relevant approach of care. However, the 
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framework for PC in Bhutan, intended to guide the implementation of PC in the country, applies 

to all patients including adults, children, neonates and those in perinatal period, and their 

families, requiring PC. 

Conclusion 

This program of research, aimed at developing a suitable PC model for the Kingdom of Bhutan, 

has resulted in an extensive review of the international literature, assessment of need for PC in 

Bhutan followed by the development of an appropriate framework for PC. The integrative 

literature review informed us that a number of LICs utilized the WHO recommended public health 

strategies which included suitable PC policies; ensuring availability and accessibility to essential 

PC medicines including opioids; adequate education, training and awareness of PC among HCPs, 

policy makers and the public; and implementing PC at all levels of healthcare and community. 

More than one-third of the selected articles in the review highlighted the integration of social, 

cultural and spiritual components into PC and/or emphasized their importance. The review, 

however, found that, despite utilizing a cost-effective, sustainable and practical public health 

approach, many LICs struggled to implement all the strategies successfully. Support from the 

government and political leaders was one of the crucial factors identified to enable successful 

implementation of all the strategies. 

The assessment of needs for PC among Bhutanese patients diagnosed with advanced illnesses, 

their family members and HCPs through surveys, interviews and focus group discussions have 

identified complex PC needs informing an urgent and appropriate framework for PC in Bhutan. 

Following the needs assessment, utilizing the public health approach customized to the social, 

cultural and spiritual context of the country, a consensus-based framework for PC was developed 

involving relevant Bhutanese stakeholders. With two iterations of the Delphi, a high level 

consensus for the components of the framework was achieved. This Framework is expected to 

guide the implementation of PC in Bhutan. Given the size of its population, the existing 

philosophy of Gross National Happiness - the guiding principles for governance in ensuring the 

overall wellbeing of the Bhutanese people, underpinned by compassionate and supportive 

society, PC is expected to be implemented successfully in Bhutan. The implementation of PC will 
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bring about a better quality of the remaining lifespan, a good EOL care ensuring respectful, 

dignified and peaceful deaths among Bhutanese people affected by life-limiting illnesses. 
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Appendix 5. Survey questionnaire for patient participants 

 
Participant ID       Date: ____/____/______ 

    
 

 
 

Part I. Socio-demographic Characteristics 
Care setting: 
☐  Hospital (please specify name) ________________________________________ 
☐  BHU (please specify name) ___________________________________________ 
☐  Home (please specify where) __________________________________________ 
Your age ________ years 
Your gender:   ☐ Male   ☐ Female 
Your marital status:    
            ☐ Never Married   ☐ Married  ☐ Separated      ☐ Divorced         ☐  Widowed  
            ☐ Others (please specify) ____________________________ 
Do you have children?          ☐ Yes           ☐ No 
If yes, how many? Please specify, _____________    
How old is your eldest child? Please specify,_____________ 
How old is your youngest child? Please specify,___________ 
Your place of birth:_______________________________________ 
Your place of residence:________________________________________ 
Your usual spoken language: 
     ☐ Dzongkha  ☐ Sharchopkha ☐ Bumthapkha    ☐ Khengkha  
     ☐ Lhotshamkha ☐ Kurtoepkha              ☐ Others (please specify) _________ 
Your highest level of education completed:  
     ☐ Never been to school      ☐ Non-formal education       ☐ Monastic/Religious School     
     ☐ Primary School            ☐ Middle Secondary school       ☐ Higher Secondary School 
     ☐ Bachelor’s Degree      ☐ Master’s Degree          ☐ PhD 
Your occupation: 
☐ Civil servant  ☐ Private employee      ☐ Corporate employee 
☐ Project employee  ☐ Self-employed    ☐ Farmer              
☐ Housewife  ☐ Monk  ☐ Nun      ☐ Candidate                
☐ Others (please specify) __________________ 
Illness Status 
Do you know the name of your illness (diagnosis)? ☐ Yes  ☐ No 
 If yes, please specify ______________________________________________ 
 If no, do you wish to know?          ☐ Yes           ☐ No 
If no, why not? Please specify ______________________________________ 
How long have you been ill? __________ (In years) 
 How many times have you been admitted in the hospital? 
☐ 1-3 times  ☐ 4-6 times  ☐ 7 – 10 times ☐ More than 10 times 
How long was the longest admission episode? 
☐ Less than a week  ☐ One to two weeks  ☐ More than two weeks 

Part II. We are interested in some things about you and your health. Please answer all of the questions 
below yourself by circling the number that best applies to you. There are no "right" or "wrong" answers. The 
information that you provide will remain strictly confidential. 
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  Not at 
All  

A Little Quite a 
Bit  

Very 
Much 

15. Do you have any trouble doing strenuous activities, like carrying a 
heavy shopping bag or a suitcase? 

1 2 3 4 

16. Do you have any trouble taking a long walk? 1 2 3 4 
17. Do you have any trouble taking a short walk outside of the house? 1 2 3 4 
18. Do you need to stay in bed or a chair during the day? 1 2 3 4 
19. Do you need help with eating, dressing, washing yourself or using the 

toilet? 
1 2 3 4 

During the past week Not at 
All  

A Little Quite a 
Bit  

Very 
Much 

20.  Were you limited in doing either your work or other daily activities? 1 2 3 4 
21. Were you limited in pursuing your hobbies or other leisure time 

activities? 
1 2 3 4 

22. Were you short of breath?  1 2 3 4 
23. Have you had pain?  1 2 3 4 
24. Did you need to rest? 1 2 3 4 
25. Have you had trouble sleeping? 1 2 3 4 
26. Have you felt weak? 1 2 3 4 
27. Have you lacked appetite? 1 2 3 4 
28. Have you felt nauseated? 1 2 3 4 
29. Have you vomited? 1 2 3 4 
30. Have you been constipated? 1 2 3 4 
31. Have you had diarrhoea?  1 2 3 4 
32. Were you tired? 1 2 3 4 
33. Did pain interfere with your daily activities? 1 2 3 4 
34. Have you had difficulty in concentrating on things, like reading a 

newspaper or watching television? 
1 2 3 4 

 During the past week Not at 
All  

A Little Quite a 
Bit  

Very 
Much 

35. Did you feel tense? 1 2 3 4 
36. Did you worry? 1 2 3 4 
37. Did you feel irritable? 1 2 3 4 
38. Did you feel depressed? 1 2 3 4 
39. Have you had difficulty remembering things? 1 2 3 4 
40. Has your physical condition or medical treatment interfered with your 

family life? 
1 2 3 4 

41. Has your physical condition or medical treatment interfered with your 
social activities? 

1 2 3 4 

42. Has your physical condition or medical treatment caused you financial 
difficulties? 

1 2 3 4 

 
For the following questions please circle the number between 1 and 7 that best applies to you  
43. How would you rate your overall health during the past week?  
1              2              3              4              5             6              7  
     Very poor                       Excellent  
44. How would you rate your overall quality of life during the past week?  
1              2              3              4              5             6              7  
     Very poor                       Excellent  
     
44. Do you have any other comments?  ☐ Yes           ☐ No 
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44.1. If yes, please specify 
__________________________________________________________________________________ 
 
 
Thank you for your participation 
 
For office use  
 Who completed the questionnaire? 
  1. Researcher    2. Participant    
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Appendix 6. Cover page of Manuscript published in Journal of Palliative Care 
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Appendix 7. Survey Questionnaire for family member participants 

 
Participant ID       Date: ____/____/______ 

    
 

 
Part I. Socio-demographic Characteristics 
 
Care setting: 
☐  Hospital (please specify name) ________________________________________ 
☐  BHU (please specify name) ___________________________________________ 
☐  Home (please specify where) __________________________________________ 
Your age ________ years 
Your gender:   ☐ Male   ☐ Female 
Your relationship to the patient: 
 ☐ Father ☐ Mother  ☐ Son          ☐ Daughter   ☐ Husband ☐ Wife 
☐ Brother ☐ Sister  ☐ Uncle ☐ Aunt  ☐ Niece       ☐ Nephew 
☐ Father In-law ☐ Mother In-law  ☐ Brother In-law ☐ Sister In-law  
☐ Others (please specify) __________________ 
Your place of birth:_______________________________________ 
Your place of residence:________________________________________ 
Your usual spoken language: 
     ☐ Dzongkha  ☐ Sharchopkha ☐ Bumthapkha    ☐ Khengkha  
     ☐ Lhotshamkha ☐ Kurtoepkha              ☐ Others (please specify)___________ 
Your highest level of education completed:  
     ☐ Never been to school      ☐ Non-formal education       ☐ Monastic/Religious School     
     ☐ Primary School            ☐ Middle Secondary school       ☐ Higher Secondary School 
     ☐ Bachelor’s Degree      ☐ Master’s Degree          ☐ PhD  
Your occupation: 
☐ Civil servant  ☐ Private employee      ☐ Corporate employee 
☐ Project employee  ☐ Self-employed    ☐ Farmer              
☐ Housewife  ☐ Monk  ☐ Nun      ☐ Candidate                
☐ Others (please specify) __________________ 
Do you know the diagnosis of your family member?  ☐ Yes      ☐ No 
 If yes, please specify _______________________________________________ 
 If no, do you wish to know?          ☐ Yes           ☐ No 
 If no, why not? Please specify ______________________________________ 
Does your family member (patient) know his/her diagnosis?  ☐ Yes  ☐ No 
 If no, do you wish to let him/her know?  ☐ Yes             ☐ No 
 If no, why not? Please specify ________________________________________________ 
How long have you been taking care of your family member? 
_______ years 

 
 
Part II. Your Support needs 

 
We would like to know what help you need to enable you to care for your family member and what support you 
need for yourself. For each statement, please tick the box that best represents your support needs at the 
moment. 
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 Do you need more support with… No A little 
more 

Quite 
a bit 
more 

Very 
much 
more 

13. Understanding your family member’s illness     
14. Having time for yourself in the day     
15. Managing your family member’s symptoms, including giving 

medicines 
    

16. Financial, legal or work issues     
17. Providing personal care     
18. Dealing with your feelings and worries     
19.  Knowing who to contact if concerned     
20. Looking after your own health     
21. Equipment to help care for your family member     
22. Your beliefs or spiritual concerns     
23. Talking with your family member about his/her illness     
24. Practical help in the home     
25. Knowing what to expect in the future     
26. Getting break from caring overnight     
 

 
27. Do you have any other comments   ☐ Yes           ☐ No 
27.1. If yes, please specify, ____________________________________________________ 

 
 

Thank you for your participation 
 

For office use  

 Who completed the questionnaire? 

  1. Researcher    2. Participant   
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Appendix 8. Characteristics of pilot sample for Manuscript 3 

   

Characteristics of family members in the pilot study (n=4) 

 

 

 

 

 

 
 
 

 

  

 

 

  

 n % 
 

Gender   
        Male 2 50.0 
        Female 2 50.0 
Relationship   
        Parent 2 50.0 
        Spouse 1 25.0 
        Son 1 25.0 
Primary spoken 
language 

  

        Sharchopkha 3 75.0 
        Lhotshamkha 1 25.0 
Level of education   
        Never been to 
school 

2 50.0 

        Primary school 1 25.0 
        Monastic/religious 1 25.0 
Occupation   
        Housewife 1 25.0 
        Farmer 2 50.0 
        Monk 1 25.0 
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Appendix 9. Interview guide for patients with advanced illnesses 
The semi-structured guide: 

1. Can you tell me about your experience of your illness journey? How has it been when you started falling ill 
until now? Probe accordingly… 

a. How did you start seeking help? Probe and prompt accordingly… 
b. Can you tell me about the treatment and management you had for your illness so far? Probe and 

prompt accordingly… 
2. How do you feel about the current mode of treatment for your illness? Probe and prompt accordingly… 

a. Given a choice, how would you prefer to be treated/managed for your illness at this stage? Probe and 
prompt accordingly… 

b. Where would you prefer to be treated in the hospital or prefer to be reached at home? Why? Probe 
and prompt accordingly… 

3. Besides the medicines and ‘health care’ that you receive in the hospital, what other support do you wish from 
the doctors, nurses and other health care team? Or how would you want them to understand your situation 
better? Probe and prompt accordingly… 

4. How has the illness affected you? What is your concern related to the illness? Probe and prompt further to 
understand the physical, psychological, emotional and spiritual components  

a. What are the challenges you face, as a patient, in managing your illness and receiving care? Probe 
and prompt accordingly… 

b. How would you like to be helped to overcome some of those challenges? Probe and prompt 
accordingly… 

5. What is important to you in relation to your illness? 
a. Can you tell me about your personal values and beliefs and your spirituality in relation to your illness? 

Probe and prompt accordingly…  
6. How do you feel about the future, as the disease progress? What are your hopes, fears and expectations? 

Probe and prompt accordingly… 
a. Have you thought about your end-of-life issues? What are you concerned about your end-of-life?  

and after life? Probe and prompt accordingly…  
7. If you had a choice, where would you like to die? Why? Probe and prompt accordingly… 
8. In the event that you are not able to decide for yourself, like you become unconscious, or you cannot speak or 

you are delirious, would you like someone in particular to speak and take decisions on your behalf if required? 
Whom would you identify? Why? 

a. What would you like him/her to say about what you want? Probe and prompt accordingly… to 
understand about the advance care planning. 

9. Is there anything else that you feel that we should have discussed but we didn’t? 
 

Thank you very much for the participation 
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Appendix 10. Interview guide for family members 

The semi- structured guide: 

1. Can you tell me a bit more about the relationship between you and your sick family member? Probe and 
prompt accordingly… 

2. Can you tell me more about what you know about the illness? Probe and prompt accordingly… 
3. What is your experience of having a family member diagnosed with this illness? How is the experience since 

the time he/she was diagnosed until now? Probe and prompt accordingly… 
a. Can you tell me about your experience of receiving care for your sick family member from the 

hospital? Probe and prompt accordingly… 
b. Besides the medicines and ‘health care’ that your family member receive from the hospital, what 

other support do you wish from the doctors, nurses and other health care team? Or how would 
you want them to understand the situation better? Probe and prompt accordingly… 

c. What is the most important thing that you rely on when you are in this situation? Is it just the 
hospital or do you rely on other things as well? What is your constant support? Probe and 
prompt accordingly… 

4. Can you tell me how the illness of your family member has affected you and your family? Probe and prompt 
further to understand the physical, psychological, emotional and spiritual distress. 

a. How are you managing your work, home and other tasks having a very sick family member? 
Probe and prompt accordingly… 

b. How are you taking care of yourself while caring for your sick family member? Do you have any 
help and support in place? Whom do you rely on when you need help?  

c. What are the biggest challenges you, as a family member, encountered during this whole 
trajectory?  

5. How do you wish others, relatives or friends, to help you and your sick family member? Probe and prompt 
accordingly… 

6. How do you feel about the future, as the disease progresses? Probe and prompt accordingly…  
7. What sort of care/support do you think your family member will need as the illness progresses? 

a. How do you feel about the end-of-life issues of your family member? Probe and prompt 
accordingly… 

b. Have you thought about the bereavement support you and your family members would require 
following the death of your sick family member? How would you like others to support you at 
that time? Probe and prompt accordingly… 

8. Given an option, how would you change the overall care to be for your sick family member so that you are 
satisfied even if he/she is not going to make it? What are your hopes and expectations from the hospital? 
And from others? Probe and prompt accordingly… 

9. Is there anything else that you feel that we should have discussed but we didn’t? 

Thank you very much for the participation 
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Appendix 11. Story of patient Muku 

An advanced cancer with complex needs throughout the trajectory: Palliative care could have 
made a difference 

At 26, Muku (pseudonym) was at her end-of-life with an advanced cancer. She was being 
managed at one of the hospitals near her village. 

“It started with abdomen swelling and constipation,” Muku recalled as she narrated her illness 
trajectory “I immediately went to the nearby hospital. I was then referred to a bigger hospital 
where the doctor told me that there is a growth in my abdomen and that I need to go to the 
national referral hospital in Thimphu.” 

A week later, Muku was referred to Thimphu. Her sister accompanied her. The doctors explained 
to Muku about a growth in her abdomen and that they were in dilemma as to whether to operate 
her in Thimphu or to refer her to India.  

“And it took quite a long time for them to decide” said Muku. “After about a month, they decided 
to operate on me in Thimphu. After the surgery, I was told that they could not remove the growth 
completely. They told me it was cancer and that the remaining tumour cannot be removed. I felt 
very sad about it. I requested the doctors if they could do another surgery, but they said I was not 
fit enough to undergo another surgery. I had become very weak by then. I had lost so much of 
weight. I was told they cannot do anything more. I was devastated. I didn’t know what to do.”  

Following the surgery which revealed the advanced stage of cancer with limited treatment 
options, the doctors decided to send Muku home. 

“I was then asked to go back to my village. I was shattered because I could not imagine going 
home with so much pain. I won’t get pain medicines in my village” said Muku. 

When asked whether she wanted to stay in the hospital, Muku said “yes, but I could not tell the 
doctors because they had already told me that I have to leave. I did tell them that I am unable to 
bear the pain. The doctors asked my sister to take me to this hospital (where she was currently 
managed).” This hospital is located almost 500 Kilometres away from Thimphu, at least two days 
journey via bumpy mountainous road. Muku continues, “so, we came here but only to return back 
within days because I was given two cycles of chemotherapy in Thimphu and I still had one due. I 
was sent back again for that. But I could not complete the chemotherapy because by then, I had 
become very weak. I could not eat anything and was vomiting continuously. I started having 
severe pain and they used to give me injections whenever I had pain.” 

When asked whether her pain was adequately managed and which pain killer was given, Muku 
said “yes, but sometimes I had to bear the pain. They did not give me pain killers easily.  It was 
morphine injection and I was given every four hours. Morphine is helpful but sometimes when I 
needed it between those four hours they would not give me.” 

Muku was still not very convinced that her cancer is incurable and hoped that referral abroad 
could have made a difference. “I still feel that if they had referred me to India I could be cured.” 
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When asked whether she could talk to the doctors about the possibility of referral outside the 
country, Muku said, “my sister enquired about it and she was told that even if I am referred 
abroad, there is nothing they can do, even in India.” 

When asked how she felt about it, Muku replied, “Well, if there was nothing possible then I 
thought there is not much choice left for me (smiles).” 

Muku was then asked about her current concerns including whether her pain was adequately 
managed. She said, “I think my pain is managed well.” However, in another interview with Muku’s 
sister (Chuki [pseudonym]) one of her primary caregivers, Chuki said that she often had issues 
with the staff who refused pain killer for Muku when needed. “Since there is no cure for her, the 
least we can do is keep her pain free. Whenever she gets pain I have to literally beg the staff for 
the injection and my only wish is that they don’t scold me for asking pain killers for her” said Chuki 
in tears. Concurrently, a focus group discussion with healthcare providers in that hospital 
confirmed that there has been ongoing issues between Chuki and the staff with regard to pain 
killer for Muku. “We have a patient with a terminal cancer and quite frequently at night there has 
been problem. I think our staff are getting irritated when the patient’s family member ask for pain 
killer. So when I go in the morning I just say don’t worry but just give her painkiller” said by one 
of the healthcare providers in the focus group discussion. 

Muku was asked, if there was an option, would she prefer to be cared at home. She replied “if 
the doctors and nurses could visit me at home, I would wish to be at home. Then, my family 
members won’t have to struggle so much. When I am in the hospital, at least one of them has to 
be with me. It would be much more convenient for them if I was at home. But at the moment, I 
cannot go home because I need injections for my pain. There will be lots of problems if I go home.” 

When asked what were her other hopes and expectations, Muku said “since there is not so much 
option left for me, I don’t have anything to expect. I have known the fact. I feel very sad that 
nothing is possible. Maybe it is my past Karma that all these is happening to me at this age. At 
times I wish that it just goes away (smiles). All I need now is injection for my pain. Nothing else. 
All the religious rituals that needed to be performed are all done. I wish to be cured but there is 
nothing that helps now and my life is going to end here. I got to accept it. I have given up hope. 
My body is deteriorating by the day and there is not much option left.” 

Finally, when asked, given an opportunity, where she would wish to die, Muku instantly said “I 
will have to die in the hospital. I don’t have a choice.” 
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Appendix 12. Story of patient Sangay 

Social and spiritual distress when confronted by advanced illness – a need for appropriate 
palliative care 

Sangay [pseudonym], a 52 year woman who had never been to school was diagnosed with 
chronic obstructive lung disease. She was cared for in one of the district hospitals. Not having a 
child of her own, being poor and confronted with incurable disease, Sangay had complex issues.  

Many years ago I was ill with jaundice for a long time. Then I was diagnosed with TB [tuberculosis]. 
I was coughing so much and became very weak.  I was given injections for sixty days and many 
tablets for almost seven months. I gradually got cured. We used to live in [one of the districts in 
western Bhutan] as my husband was an army there. Now we live in [a remote village in southern 
Bhutan]. Nine years later I again fell ill with chest pain, persistent cough and my body was all 
swollen. I could not walk due to breathlessness. I was again taken to the same hospital I was 
treated before because my step-son lives there. I was in and out of hospital for almost six months. 
One day I was referred to the national referral hospital in Thimphu. There I was put into a machine 
for a check-up [CT scan]. The doctors told me that my past habit of drinking alcohol has affected 
my health. In the past I used to drink alcohol sometimes. The doctor asked me to stop drinking 
alcohol. Now it has been almost ten years that I have completely stopped but I think the damage 
had already taken place. I think I had ulcers in my stomach and may be that caused me 
breathlessness. They gave me some medicines which helped me feel better. Then I came back to 
my village where I was doing quite well until about a year later I again started becoming 
breathless, had chest pain and cough. I was again taken to the hospital. I was well for another 
year or so and again fell ill. I was on medication all throughout. Ever since I had TB I am always 
on some medications and it was only because of those medications that I have survived for these 
many years.  

Now I also need oxygen. The doctors have told me that I will die if I am not on continuous oxygen 
and that I need to stay nearby a hospital. I think I am now not going to get well anymore. I agree 
that I need to be nearby a hospital but I have no one to take care of my house and land in the 
village. My husband has to take care of me. The government has given us five acres of land and 
we have planted cardamom and maize and now it is time for rice plantation. We need to work 
because we need to eat if I don’t die. If we land up staying in the hospital for a long time, we may 
not have anything to eat later. That is what I am worried about. If there was someone who could 
work in our fields and share the harvest with us it would be good but who would do that? I don’t 
have children. I could never give birth maybe because of being ill from a very young age. I only 
wish if my step-son could come and take care of the property in the village but then he has so 
many children to take care of. There are five children - two from his first marriage, two from the 
present one and his wife has a daughter from her previous marriage. They have a collection of 
children there [smiles]. 

When asked, if there was an option, would she prefer to be at home, Sangay said of course, that 
would be really convenient. If I am at home my husband could work in the field and I could at least 
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prepare meals when I felt well. But looks like it is not possible. I was told that I need to buy oxygen 
machine [oxygen concentrator]. How can I buy? We do not have money. Money is the main 
challenge in the village, you know. I am told that oxygen like this [shows me the oxygen cylinder] 
from the hospital will not last long but I cannot buy the other one.  

Ever since I have been ill, since a very young age, there had been so many problems. We did not 
have adequate to eat and we did not have money to buy what we needed. We have no means to 
get money. We used to lend money from others which was always very difficult to pay back. Life 
was always very hard. Now maybe we will have to depend on whatever little we have. 

When asked how she see her future, Sangay answered till now I have been pulling through and 
now may be I will just die a pathetic death. I don’t know. There is no one to take care of me. My 
husband is old and he cannot even hear properly (hearing deficit). My parents are gone, my sisters 
have died (becomes tearful). At times I think that the government has done so much all these 
years for my treatment. Doctors and nurses have been helpful but now if I am not meant to get 
well and if my life span is finished nothing will help me and I may just die I think. That’s what I 
feel. I know everyone has to go through this path but I fear death because when we are alive we 
cannot avoid doing negative actions as we need to work in the fields. We cannot survive without 
eating and so I must have killed thousands and even millions of insects while working in the fields. 
It is said that killing one insect is sinful and I must have killed so many. So there is no way for me 
to go to heaven but to hell. That’s why I really fear dying but what to do? There is no choice. When 
I was young I could not go to school. Now it is time to die and it is too late to know about Dharma 
[Buddha’s teachings] you know. Nevertheless, with advice from the Lamas (Buddhist masters), I 
try to recite some prayers but I don’t even know whether what I am doing is right or not. I am 
always in doubt whether what I am doing will result in any benefit but I continue to do whatever 
little I know, like reciting the Mantras, as much as possible. Each time I think about my impending 
death I recite Om Ah Hung Benza Guru Pema Siddhi Hung [a Buddhist Mantra]. I don’t know what 
else to do. 

Sangay was asked how she felt about this interview and she said I felt good because you have 
asked about how I feel and what my problems are. Till now I was never asked such questions. I 
just break down because I am going through so much at the moment and I have not been happy 
for so long. I am sad thinking of my own Karma. May be I was destined to be sick for most of my 
life. I have been unwell for so long now. My husband has to take care of me because there is no 
one else to do so. I wish if I had at least one daughter but I could never become a mother. You 
need at least one child. Today I feel that I should have adopted one but I did not get that 
opportunity. I have a step- son and I expect that he may help but he lives too far that even when 
I die he may reach only after my body is disposed. I feel he will not be able to reach before I die. 
He is just for a name sake. He has his own problems. He has to worry about so many mouths to 
feed. We have our own share of problems, don’t we? Once we start living on our own it is very 
difficult to come together again. 
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When asked whether she has thought about her end-of-life, Sangay responded lately I have been 
thinking so much about my death. I always wonder where I would die and I definitely don’t have 
an option. So wherever I die, my only concern is where they would dispose my body. I would wish 
my body to be cremated in the presence of a Lama (a religious master) who can guide my soul to 
heaven but we don’t have Lamas in our village. Lamas are usually invited by family members but 
I don’t think that will be possible because I don’t have anyone reliable who can do that for me. I 
don’t have siblings and my husband is old. I wonder whether my step-son can do it. So I keep 
worrying that if I die in the village my body might be thrown off to a nearby river. Even if my body 
is eaten by the maggots that’s it I don’t have much option [becomes tearful].  
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Appendix 13. Story of family member Seldon 

Distress in a family member caring for a loved one with advanced cancer:  A crucial need for 
palliative care 

Seldon (pseudonym), 43 years old, a mother of four boys was a primary caregiver of her 60 year 
old husband, Rinzin (pseudonym), who was diagnosed with an advanced cancer a year ago. He 
was being cared at the national referral hospital. He was in moderate pain, was not able to speak 
and looked depressed. The couple was from a nearby district.   

He was experiencing mild pain and discomfort [in the affected area] for quite some time but he 
refused to seek medical help initially. I kept telling him to go to hospital as he could drive a car 
then but he did not listen. He would say ‘nothing will happen’ and just bought pain medicines 
from nearby medical shop. He continued like that for quite some time and later when the pain 
became severe he came to Thimphu hospital for a check-up where he was told that it is cancer. 
By then it had spread to other parts of the body, said Seldon.  

When he complained of constant burning pain [in the affected area], I thought it could be because 
of his past drinking habit. He used to drink so much of alcohol since a very young age and he also 
chewed tobacco and ate lots of doma (betel leaf, lime and areca nut). When he was unwell, 
initially, I used to be angry at him. 

When asked about the problems she faced, if I have to say about my problem it is not just one or 
two days’ problem but problems all the time. He [Rinzin] is also suffering so much with pain but 
even the children are suffering and when children are affected I suffer naturally. So the problem 
is not just one but it has doubled and tripled you know. We are all going through hard time, said 
Seldon in a cracked voice.  

I am all by myself taking care of him, every morning, evening, nights and it is only me who brings 
him food. While in the hospital I sleep here [on the cemented floor under the patient’s bed” said 
Seldon who looked tired, exhausted and emotionally distressed. “At times I worry about myself. 
I fear that I may also fall ill so I try to eat proper meals. I remind myself that I do not have anyone 
to help me take care of my patient and my children. At times I feel that I am more ill than him 
because I have to worry about so many things – I have to worry about him, our children, our home 
and other financial issues. 

Besides the physical exhaustion, psychological and emotional stress she was going through, 
financial crisis was one of the main concerns for Seldon. Money was always a problem even 
before he fell ill. Earlier he used to work as a government employee but he resigned from that job 
and after that we have been facing lots of financial issues. When our eldest son disqualified for 
Government College after Class Ten we decided to enrol him in a private college as we thought 
education was important. My husband managed to get a loan from the bank to support our son’s 
education. He completed two years in a private college but we have not yet completed re-paying 
the loan, she said. Just recently I received a call from the bank saying that it has been many 
months that we have not paid the loan instalments. I told the person that my husband is very ill 
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and is in the hospital and it is not that I am telling lies. If I did not have to stay here to care for him 
I could have managed to pay the instalments but at the moment I do not have any source. We 
don’t have any balance to pay from our savings. When I borrow money no one gives me because 
people know that I am not in a position to pay them back. I am really concerned and worried 
about the loan. I don’t mind if there is nothing for me to eat. If there is enough to cover the 
expenses for my husband and to pay for the loan I would be very happy, said Seldon.   

When asked how she managed financially with four children at home and having to care for her 
very ill husband in the capital city, Seldon said we have a small grocery shop in the village. My 
three elder sons run the shop and also take care of their youngest brother who is only four years 
old. The shop is our livelihood but lately, because our expenses are so high, we have not been able 
to refill the shop and it is almost empty now. 

When asked whether the boys managed the money well and how they had been supportive, I 
am not worried about them misusing the money. They have not done that so far. My main concern 
is, although he has been helpful, my eldest son does not wake up early. They play this online game 
at night you know and sleep till 10 or 11 AM the next day. I have to wake him up every day through 
phone from here. My second son [19 years old] does not even worry about what is going on. I 
think he does not even think about all that is happening at the moment. I am just hoping that he 
is studying well. I don’t tell much to my children about how much I am struggling at the moment 
because I fear they will get hurt. If I tell them that we do not have money then they will feel bad. 
When they ask for money to buy something they need I just tell them that I cannot buy this time 
but will buy it next time. I don’t really tell them that there is no money, said tearful Seldon.  

Seldon was asked about some of the areas of support she needed, she said well, the most 
important support would be having someone around I feel because in case I fall ill and have to 
take rest I would need someone here with my husband. Even now when I go to prepare meals 
there is no one to stay with him. I have to constantly worry if he is experiencing pain or any 
discomfort. I worry that he may fall from the bed. If I just stay with him then we need to eat. I 
have to feed him and because he cannot eat everything I have to prepare something that he likes. 
So that way having someone to assist would be a great help. I cannot ask the health workers more 
than what they are already doing. They got lots of work to do for so many patients. Of course for 
pain management and other medical related distress I have to seek their [health workers] 
assistance. But just to be with the patient when I go for cooking I cannot ask the nurses to do that. 
And the other thing is I think at this time it is money [financial support] that would benefit me so 
much. 

When asked how she saw the future, of late I have been thinking so much about the future (takes 
a deep breath, sighs..). At times I feel he may continue like this, being in and out of hospital, but 
sometimes I fear he may die soon. If he continues to live I shall do my best to take care of him but 
even if he dies, what to do? I will do my best to perform all the post-death rituals. These are the 
two things that I have in mind for the future, nothing else. 
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Seldon said, given her situation, she will keep him in the hospital although she would prefer 
having him at home. I would love to take him home. Our old parents used to say that if one 
breathes off his/her last breath at home it is nothing like it you know. At home I can even call a 
Lama (a Buddhist Master) to pray for him and everything would be convenient but that does not 
apply in my situation. I do not have a car neither do I have someone to rely on for help and support. 
My children are young and are not capable. So I feel comfortable here [in the hospital] and thanks 
to our government that when he has pain or distress there is someone to take care of it. I may not 
be able to fulfil all his wishes because it is not always possible even if I want to do so many things 
for him. Everything involves money and I don’t have a source of income. I have not been able to 
keep him happy always. At times, when I have do everything all by myself, out of frustration, I 
happen to speak rudely to him you know. I have to worry about so many things. If I think about 
paying the loans I have to spend on him. So I happen to be rude at times. However, even if I am 
not able to keep him happy at the moment if he dies then the post death rituals are very 
important. I will try to perform all those rituals as much as I can.” When probed further ‘isn’t 
elaborative post death rituals means huge money,’ Seldon said, “That is what and that is why I 
say that even if I want to do it, it is not always possible. Ultimately it is money for everything. If 
there is money even if you cannot perform the rituals at home we can offer to the monasteries to 
perform but without money it is impossible. Even then I will seek help as much as possible to be 
able to perform his rituals well.   

If I had money, support and authority I could have kept him at home and have lots of rituals 
performed every day. That will make him happy and I will also be satisfied but at the moment all 
I can afford is not to keep him hungry and naked. Unlike others, I am not able to keep him very 
happy. I am being very honest. 

Seldon felt that it could be their Karma [result of their past actions] for what they were 
confronted with. We have not been able to live very happily and even as we die if we are not able 
to do what is required. Maybe he [Rinzin] has not been very good in the past. At times I feel that 
maybe all these are meant for him. He is not fortunate enough. Sometimes I tell him ‘you never 
had a fortune to give to others and so today you don’t receive from others. You are not blessed.’ 
At times I have to tell this to him and two of us even have to argue out of frustration. When I say 
this he then becomes depressed. So these days I don’t say much to him. I have started taking it as 
my own Karma and I don’t say much to him, she said in a shaky voice.   

Finally, when Seldon was asked how she felt about the interview this was what she said, actually 
I really felt happy talking to you today. I am very happy [her voice cracking]. I feel like it is a dream 
and not a reality. When there is someone asking me about what I am going through during such 
difficult times I am beyond words [becomes tearful]. Till now the closest person to me is my son 
and even he has never asked me how I am doing and what I am going through but today when 
you asked me about my wellbeing I felt as if Lam Kenchosum [the Master, the Buddha, Dharma 
and the Sangha, source of refuge for Buddhists] has come to me in person” said Seldon with her 
palms folded and literally crying). “Till now no one has asked me how I am doing and what I am 
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going through. I am only asked how the patient is doing and about his wellbeing only. There was 
no one to ask me whether I have any problems. 
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Appendix 14. Story of family member Zam 

Complex support needs for a young mother whose husband was on a ventilator for six months: 
Palliative care could have improved her quality of life 

A 30 year old Zam (pseudonym) was caring for her young husband, Passa (pseudonym) who was 
on a ventilator support for more than six months at one of the referral hospitals. Passa, 32 years 
old, looked cachectic and had developed bedsores on all his bony prominences. Zam was battling 
the circumstance she was in - critical state of her husband’s life, the wellbeing of her two young 
children, huge financial crisis, conflicting relationship with her in-laws coupled with an unpleasant 
attitude of some of the care professionals. 

For more than seven months now my children [five and three year olds] are with my father [in 
another district]. When he goes to work he keeps them at my cousins’ places. My mom is here 
helping me to look after my seriously ill husband. There is no one to take proper care of my 
children. Every time I call them my children keeps asking me when I am coming home and all I do 
is cry every day. It has been a hard time. 

Passa fell ill about a year ago and they went to a nearby hospital. The doctors told the couple 
that he needs a surgery but the couple decided not to do the surgery for religious/spiritual 
reasons. Just as you have asked in the survey questionnaire about our beliefs and spiritual 
concerns we wanted to consult an astrologer who said that surgery is not a right thing to do [she 
had just completed a carer support needs survey, a part of the research]. So we cancelled the 
surgery and went home, said Zam who was a high school graduate. 

When asked how they managed with the illness at home, we started on some massage and also 
performed all the rimdros [Buddhist rituals] that we were told would benefit. We also went to the 
Traditional Hospital and he was gradually improving. The Rimpoches (revered Buddhist masters) 
had told me not to give him meat but Passa continued eating meat and slowly then he could not 
talk and walk. It is been nine months now that he has fallen ill and almost five months that he has 
not talked. 

Passa was a government employee. He still gets his salary but when we had to come here for 
treatment I had to take an advance payment [of several months together]. So I don’t get anything 
now and I am going through hard time financially. Even now there are still rituals that needs to 
be performed [which involves expenses]. My husband has been in the ICU for five months and his 
diet requires lot of nuts like cashew nuts, groundnuts and apples and all these are very expensive. 
And until recently I also had to buy Ensure (dietary supplement). These days it is supplied by the 
hospital. It is very hard here, everything is so expensive. We have [financial] loan that gets 
deducted, we have expenses to make for our children. I also make [monetary] offerings to so many 
places for his recovery. His mere salary is not enough. I called up his office [recently] requesting 
for some financial support but they denied. So I have been borrowing from others, said Zam, a 
housewife who did not have any other source of income.  
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It has been quite long now in this hospital and some [staff] do not treat us well to be honest. Of 
course there are few [staff] who takes care of the patient more than we do which I really 
appreciate but there are one or two who are very rude. They blame the patient for not recovering. 
I wish they don’t blame the patient because we are already so traumatised. They also scold me. 
Just now [before the interview] I was requesting the doctor if the patient can be sent [referred] 
abroad but he told me that the chance of getting well [cured] is just 1%. I was thinking that the 
treatment may be different outside. Out here we are not treated well by some staff. When we are 
treated badly we do get hurt. I don’t feel like going inside the ICU. I always cry before I go in. They 
don’t really treat us well. I was crying in front of the doctor just now and he was telling me not to 
cry, said Zam who was literally crying. 

When probed further Zam said when I say that they do not treat us well I mean they do not take 
good care of my patient. My patient has [bed] sores everywhere, the bedsheets are all wet and 
they don’t care about it. However, there are some [staff] who really takes very good care too. It 
is not everyone who does that but one or two. Last few days I was not here and [the other day] I 
think they thought that I was still away. I was just behind the curtains in the ICU and they were 
talking about us that we are problematic. When we say something they find us very tough but we 
are not being tough. They are trained professionals and they should be understanding us. I was 
careful not to fight because I was concerned of my patient that he might sense about it because 
he understands and I thought he might get hurt. When I have a fight my patient cries. 

Zam had so many issues to deal with. I have been going through a very hard time all throughout. 
Challenges are so many and because of this huge pressure at times I feel unwell too. There is 
financial problems, and also problems of not having people to support us. I don’t know what to 
do. Sometimes I go to meet my children leaving my mom here with the patient. When I am there 
I worry about my husband and when I am here I worry about my children. I am so worried of my 
children [because] they are in a place where anything can happen like they may be crushed by the 
[running] cars. There is no one reliable to look after them. I really wish if the government has a 
facility where children [in such situation] are taken care. There are private facilities where we 
need to pay but I cannot afford those at the moment. Their father is so sick and if he continues to 
remain like this I fear it may delay my son’s enrolment to school. 

When asked what are her sources of support during such hard time Zam said I rely on the hospital 
and I also pray to the Kenchosum [Buddha, Dharma and Sangha - the source of refuge for 
Buddhists]. They are both important I have realized.  There is no one else in the family. I am the 
only one from my mom and from his family nobody is coming forward to help us. When probed 
further about her in-laws’ resistance, Zam said I don’t really know but we doubted that because 
we cancelled his surgery on religious ground that could be the reason. I once called his mom and 
she was asking me why we didn’t go to hospital. I told we went but thought that it was better not 
to do the surgery because we were told it is not the right decision and we have seen patients dying 
even in the hospital. Sometimes patients do die after surgery. We also have to rely on religious 
advice you know. Whatever it is when he is in the ICU for five months I think they need to at least 
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come and see him. They have not come even once. I tried to call again but they never picked the 
phone. But that’s alright. It is not just us. Everyone has to go through this stage. 

When asked how she feels about the future, sometimes when the doctors tell me ‘your patient 
will die’ I feel very sad. He is my husband and even if he could live for some time you know. I feel 
good when I see his face. They had been saying that he will die ever since he was brought in here. 
They gave a week’s guarantee and now it is [been] five months. These days the doctors have not 
said that otherwise they would keep saying he will die, he will die. When they said like that I used 
to feel very sad. It would be better if they tell me that the patient is critical but when they say ‘the 
patient will die, your patient has no sense [unconscious], he does not move’ it makes me feel very 
sad. 

When asked how she has been taking care of herself, Zam said my mom is my only support. She 
helps me in everything. There is no one else. My mom is continuously with me. She cooks for both 
of us. We don’t get [enough] food from here [hospital]. They give us very little and when I ask for 
little more they don’t give. Not all the patients and their families in the ICU take food from the 
hospital but for us our relatives cannot always bring food for us. They live very far, they have to 
travel by taxi. I actually requested in the [hospital] kitchen and even the administration if they 
could give us the share of others who do not take hospital food but they don’t give. I am not saying 
just for me but there are other patients who have come from far and when there are two or more 
attendants the food is not sufficient. So I wish that the share of others who do not eat hospital 
food is given to those who depend on it. 

Zam fears that her husband may die anytime. I am constantly in fear that he may die any moment 
because he is dependent on the ventilator. He is on and off you know, and often becomes very 
serious. If he dies then my children will not have anyone to call as their father. Every time they ask 
me whether their father is getting better or not you know (becomes tearful). My children are very 
young and I fear I may not be able to support them well like in their education. I would definitely 
require financial help but I would also need psychological and emotional support too. I am going 
through all these for the first time and I am so overwhelmed. Just recently a patient died here in 
the ICU and his wife repeatedly collapsed. I am scared I may go through the same. I am very 
scared. I feel I would require all such helps. If he dies I will require help in many areas. 

When asked how she felt about the interview I am actually feeling much better that I finally got 
an opportunity to express what I am going through. I would actually like to thank you (smiles). 
Even if it is not going to benefit me today it will really help in future. With your research I am 
hopeful that things will improve in future. 
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Appendix 15. Story of bereaved family member Choden 

A painful reminisce of losing a mother to cancer with complex needs: Palliative care could 
have made a difference 

Nine months ago Choden (pseudonym) lost her mother to cancer. There were complex unmet 
needs throughout the illness trajectory for Choden, her mother and the family. Palliative care 
could have addressed most of them. 

My mum suffered for almost five years due to oesophageal cancer. I lost her in October 2018. 
Today I regret so much that she was diagnosed at a very late stage despite seeking early medical 
help. In Bhutan it is very difficult to get diagnosed at an early stage. My mum was living in the 
village [a very remote community in eastern Bhutan]. She occasionally complained about having 
pain in her throat. Initially we thought it must be some cold and cough or some other minor issues. 
Then she came to Thimphu to be with me as I was pregnant with my second child. She did not 
complain much but occasionally she mentioned about it. So I took her to hospital for check-up but 
they did not find anything. We went again several times. She was advised an endoscopy [upper 
gastrointestinal endoscopy]. We did and we were told that there is a small growth in her 
oesophagus. A binding was done where she bled so much she was admitted in the hospital for 
one week. We were asked to come again to get another endoscopy.  

In the meantime mum wanted to go traditional physician, Drungtsho, who gave some traditional 
medicines but somehow, because of the side effects, we had to discontinue that. By then I had 
given birth and she went back to the village. Three months later she started experiencing severe 
pain. She could not swallow any solid food. Sometimes even water got stuck. I asked her to go 
immediately to the nearest regional referral hospital [RRH] for check-up but instead she went to 
a district hospital where one of our relatives was a doctor there. The doctor however told her that 
she needs to go to the RRH. She then went to RRH and got an endoscopy done and on the same 
day she was referred to Thimphu [national referral hospital] in an ambulance. When she arrived 
here her reports were missing. I think she misplaced them at RRH. She had to get another 
endoscopy done here [at Thimphu] and it was this time we knew that it was cancer. ‘Your mother 
has cancer. I am sorry to say and she needs urgent referral’ said the doctor. And then immediately 
he filled the referral form and two days later she was sent to Kolkata. My brother went with her 
as I had a small baby to take care. 

When they reached Kolkata, treatment was further delayed because of some issues with her 
documents. We were very sad to know that some of her documents were not very clear and so 
had to process again. It was a tough time for her. Finally, the surgery was done two weeks later. 
The doctors in Kolkata told my brother that the operation was successful, the cancer cells were 
all gone and that she will be fine. They returned home one week after the surgery but a month 
later she was again sent to Kolkata for radiotherapy [those days it was not available in Bhutan]. 
The doctors at Kolkata said she does not need radiotherapy but she was started on chemotherapy 
instead. The first cycle was given there [at Kolkata]. She returned back to complete the remaining 
five cycles here in Bhutan but she could not complete it because she became very weak by then. 
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She could not eat anything. She had never been to school and had all these traditional beliefs, you 
know, that if she ate certain foods it will effect on the disease. So she refused to eat all green 
vegetables. The doctors in Kolkata had actually given her a nutrition chart, what she can eat and 
what she cannot, but she refused to eat all those healthy foods. She was very superstitious you 
know, like she believed that green vegetables would delay wound healing and in another one year 
she completely refused to eat any vegetable. She then became very weak. Her weight reduced to 
38 kilos from 60s. Initially [the side effects of] chemotherapy made her weak and on top of that 
she refused to eat anything healthy. Chemotherapy was killing her day by day (smiles amidst 
tears). She had so much of hope for cure with chemo but more than the cancer she was dying of 
the side effects of chemotherapy. She didn’t want to continue and after five cycles she could not 
take it anymore. She was almost dying.  

After that she was put on some medicines and she also had a feeding tube because the doctor 
said that her oesophagus might block anytime. We had to change the tube every two to three 
months. It was very difficult to get doctors who could change the tube. We had to request the 
doctors personally. Those days were very tough. Mum wanted us to be with her every time but 
we had our jobs and kids and we could not give so much time to her. I regret about it so much 
today (becomes tearful). 

At the national referral hospital, there are very less number of beds in the oncology ward. They 
could not keep the patients even when they were very weak. I had to personally request the 
hospital to give a bed, you know. Sometimes she could not eat anything. So I had to take all these 
medical equipment like the glucose (IV fluids) and all at home and do it at home. I knew one of 
the nurses and he would come to my home and gave IV fluids to my mum (becomes tearful). It 
was very difficult you know. I wished the hospital had more beds. Mum wanted to stay in the 
hospital she would always ask why she was not kept in the hospital. I had to explain to her that 
there were not enough beds. She felt that she was neglected. In a way, we also felt that she was 
being neglected. When patients cannot be cured I feel they are neglected even more.  

When asked about pain, Choden said “she did have pain but she refused to take pain killers and 
other medicines. She always wanted to be treated with traditional/local treatment like herbs and 
all you know. After about a year, she became slightly better and went back to the village. One day 
she noticed small lumps on her chest and at the right side of her neck. She went to a nearby BHU 
[basic health unit today renamed as primary health center]. When they could not find anything 
there I asked her to come to Thimphu. She immediately came and the doctor said that her cancer 
was spreading. We were told that after two to three months her oesophagus would be completely 
blocked and she may not be able to even swallow water. Till then she had a hope to survive but 
after that she started losing hope and she would not want to go to hospital.” 

Choden was asked whether mum knew it was cancer and she answered “mum knew it was cancer 
but she also knew that cancer can be cured, you know. But she lost hope once the doctor had told 
her ‘I think your cancer has spread now. There is no cure. If you want to go for chemotherapy, you 
can go ahead.’ Because already the earlier chemotherapy had threatened her you know so she 



263 
 

didn’t want to go for another one. I requested the doctor if there is any oral chemo instead of an 
injection so that I can give her secretly you know if that can cure her. The doctor prescribed an 
oral tablet. She took that tablet a few times but later she knew that it was a substitute for chemo 
because of the side effects. She refused that also. Then she went back to the village. She treated 
herself with all those local herbal leaves but day by day her lump was growing bigger and bigger. 
She was getting weaker and weaker, she could not eat much or walk and she was upset that even 
though she had so many children, no one was with her you know. We are seven siblings all spread 
across the country (smiles). Mum did not want to stay with us and wanted to be at home. She 
always said ‘even if I die I want to die in the house where I was born.’ My siblings and I planned 
to go and be with mum. When we were there her lump had busted and there was a lot of 
discharge. She had severe pain but she was so happy to see us. We stayed with her for two weeks. 
She died two weeks after we returned. My elder sister, dad and other relatives in the village were 
by her side (literally cries). 

 I wish there is a separate medical team to help such patients. Even if they cannot be cured, why 
can’t they be supported? They need someone to speak to them nicely you know, give them a 
comfortable place to stay (tearful). Sometimes we had to wait the whole day in the hospital 
because the health care providers were so busy. They were so busy they didn’t really care how 
many patients were waiting for them. So especially for those who are suffering from this type of 
disease I really wish there is a separate team who can care for them.”  

When asked whether she heard about palliative care, Choden said “no. I am hearing about it 
today only. I wish if there is a policy where the immediate family members whose patients are 
critically ill can take extended leave so that they can be with the patient. Many patients will have 
their children or close relatives in service, doing jobs in various places. So they can take leave and 
be with the patient, especially with the ones who are very critical because they can die anytime. 
The policies should be applicable to private employees as well. Such policies can be very useful. 
So then at least we don’t regret later that we could not spend some more time with our dying 
parents or with our dying grandparents [sobs…]. Many people would be suffering without a carer. 
There would be no one to escort them to hospitals and they would be just lying on the bed and 
their children are out busy with their jobs.”   

Choden was asked whether there was a need for support after mum died. “After mum died I went 
to my village again to perform all those rituals. In our culture, the after-death rituals continue till 
21 days. Although I am the second eldest child I had to be like the eldest because my elder sister 
is physically and mentally not very strong. So I had to do everything. I had to take all the 
responsibilities. So I really needed that support especially the mental support to help me, you 
know. My sisters were working in private companies and they did not get adequate leave. They 
could stay only for a week and returned back to their jobs.”  

When asked, having understood a bit about palliative care that day, if she had any suggestions 
or comments, Choden said “In future, palliative care training should also be given to the local 
leaders, like the Mangmi (people’s representative in the community), gups (community heads) 
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who can support the bereaved family. They can give financial support if required through their 
Gewog (community headquarter) budget to those who cannot afford those rituals. Today 
everything is so expensive that small amount is not enough to perform all the rituals. In our 
culture, if all the rituals are not performed well we believe that the person’s soul will be wondering 
around. Without having a minimum sum of five to six hundred thousand we cannot perform the 
rituals adequately. Today, we have a group created in a Wechat (App) among some of us from 
the village. So every time when somebody dies in the village we collect at least Ngultrum 
[Bhutanese currency] 1000 or 1500 each from all the members and give to the family. Such 
initiatives helps families especially who are very poor you know. So such initiatives can be done in 
the village led by the Gup. Palliative care members could advocate about it. After all happiness is 
all about helping each other (smiles).”  
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Appendix 16. Story of bereaved family member Dawa 

“More information and communication could have eased the family’s distress” says a bereaved 
son who recently lost his dad to an advanced cancer 

Dawa [pseudonym], a government employee, lost his dad about two months ago to cancer. 
Dawa’s story revealed that palliative care, if available, could have made a difference from the 
beginning of the illness trajectory. 

My dad never had any symptoms or pain in the past. One day, he had a stomach pain and was 
advised to have an endoscopy. That’s when he got diagnosed with stomach cancer and a CT scan 
confirmed that it was stage 4 cancer. We still hoped that there will be a surgical intervention or 
other possibilities to treat the cancer. We wanted more information and guidance from the 
doctors because we were all a bit lost but that was completely lacking. When there was not much 
support it became frustrating. Their initial responses was like ‘ok if you want to take him [abroad] 
better take him’ kind of you know and we started losing faith as well. Almost everyone [friends 
and relatives] we talked to said ‘oh you better take him abroad because you cannot rely on 
anything here’ you know. 

So immediately, within one week, we took him to Delhi on our own expenses because we did not 
want to delay further with the referral procedure. We went to one of the Cancer Institutes in Delhi 
and as soon as we reached there a laparoscopy was done which found that surgical intervention 
was not possible. They told us that the cancer has already spread. He was then admitted for 
chemotherapy which was the only option to control the spread. Initially, while in Thimphu we did 
not tell dad that it was cancer. We just told him that it was an ulcer in his stomach. Dad had 
always been healthy and an active person, and suddenly to tell him that he had stage 4 cancer 
with limited option for survival was very difficult but once in Delhi it became quite apparent for 
him. Later on, even the doctors made it obvious to him that it was in an advanced stage. 

Even there [in Delhi], the health system did not allow enough consultation time, you know. It is 
such a big hospital but the system was same as what we have here [in Bhutan] where patients do 
not get much to discuss and ask questions. The doctors were all very busy. So we were all reading 
online. We would google for information and also listen to other people who had gone through 
the same and follow their advice. We knew about the side effects of chemo through online but 
my dad was quite keen to follow that regimen and we thought it was probably the best way to go 
forth and so he continued with chemo. Later we realised that we should have just limited the 
number of chemotherapy because that actually made him very weak. Six months later he lost so 
much of weight and his immunity really went down that he developed pneumonia. That was when 
the situation became worse.  

When he came out of pneumonia he was home [in Bhutan]. After two months we took him again 
to Delhi. They did another CT scan and we were told that the cancer was spreading. All they said 
was to continue with chemotherapy. My dad was really hoping that he will recover. So we 
continued with the doctor’s advice because dad wanted to continue. I think he had about 16 cycles 
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of chemo. Then he came home again but had lot of problems. He could not eat proper meals. He 
had an obstruction and we took him again to Delhi. He got a stent there but that did not help him 
much either. He came back. Not being able to have his meals properly was the biggest challenge 
and literally towards the end I think for about four months or so he was only on liquid diet and 
that was really difficult for him.   

Initially he did not have so much pain. It was only when he had pneumonia that was quite painful 
but the last three months he really started getting severe pain. At one time I remember him telling 
me that the pain is too much and that maybe we should just give him overdose of the pain killer 
so that he can peacefully go away in his sleep. He was so afraid of the pain and having to die with 
that pain you know (becomes tearful).  

When asked whether did knew he was dying, Dawa said “Not really because my dad had so much 
of hope and that was the biggest challenge. He always thought he will recover you know (becomes 
tearful). We also thought he would recover because we were trying lots of alternative medicines 
like the traditional medicines, supplements and we also tried lot of other medicines based on other 
cancer patients’ experiences. But after sometime when it became quite apparent then we tried to 
indicate that the chances are slim but we never had a good conversation about it. Once he told 
me ‘maybe I am not going to get better’ but I said, ‘you will’ (becomes tearful). Today, sometimes 
I feel that we should have been open and talked about it [the impending death]. My dad was a 
curious person and that he may have wanted to know the truth.  May be he was waiting for 
someone to talk about it. I don’t know, I don’t really know. 

Dawa was asked what kind of help and support did the family need during that time and he 
answered “one of the main challenges was that uncertainty I would say. And reading online 
sometimes made it worse because we were reading about the survival rates being very low. That 
way it was very hard. We would have appreciated if we were given some time to sit down and 
discuss thoroughly. More information and communication with the doctors and healthcare team 
could have eased the family’s distress.” 

When asked how did the family coped, Dawa said “we relied so much on online information and 
other patients’ advice and guidance. We also relied on spiritual practices and especially my mom 
being very religious, we were, at the same time, performing so many rituals, seeking refuge and 
things like that. Mom would invite the Lamas (religious masters) at home to give him blessings 
and that did gave us some sense of comfort you know. Among ourselves, we came together you 
know we supported each other.” 

Dawa was asked whether he knew about palliative care before and he answered “yes, I have 
heard about it from the team in the hospital who visited us at home towards the end but, to be 
honest, I do not know much about it. Towards the end the palliative care team would come once 
a week. There used to be a doctor and a nurse and I think that made things little better because 
we did not have to go to the hospital. Once the home visits started, we felt a little more 
comfortable because sometimes it was for basic care like putting him on drip for rehydration. For 
that, earlier, we had to go to the hospital.” 
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Given his work background and what he had gone through recently, Dawa was asked about his 
views on introducing palliative care into the health system in Bhutan and he said “I don’t think 
that there is clear direction on palliative care in the health policy at the moment. It is definitely a 
new thing but going by the home visits, I think it can really make a lot of difference. Going to the 
hospital at that stage of illness did not make much difference and instead many a time it was so 
much of hassles you know. So when they visited at home there was so much of comfort given. In 
two of the visits, there was an expatriate doctor [overseas volunteer (probably a PC specialist)] in 
the team and our communication with him was much better. He sat down with us and discussed 
about pain management. He prepared a chart for us on how and when to give medicines. He 
checked all the medicines my dad was receiving and told us which ones were not necessary. I 
noticed that our Bhutanese doctors were quite reserved in giving the pain killers, but the 
expatriate doctor said ‘this patient needs this medicine and there is no alternative’. He did not 
have any reservations and would easily prescribe and increase the doses when required. He asked 
the patient whether that dose helped or not. When my dad said it is not helping he just increased 
the dose. 

Once we knew that he was not going to be cured, we relied on the nurses and people we knew, 
especially for pain management. The nurses were very comforting. Their approach, the way they 
talked and all those, made so much of a difference.  So, I think having PC will definitely benefit.” 

Dawa was further probed, given his experience, would he recommend integrating palliative care 
from the initial stage of the diagnosis and he said “Oh definitely. If palliative care is initiated from 
the very beginning I think nothing better than that. It will be much easier to make some of those 
decisions and we can also get some clear guidance. The moment we hear that it is cancer we go 
into a kind of panic mode you know. We just rush and try to get as much information as possible 
and that way I think we get lost sometimes and probably we might not be doing the right thing. 
So it is good to have doctors and nurses sit down with the patient and family and have 
conversation. Practically in the initial stage after the diagnosis there was nothing much from the 
medical side. So we felt like we were on our own and that’s when we needed guidance and 
support.  

One thing I wanted to mention is palliative care can create groups like in WhatsApp where 
patients and families can interact with them, get advices, you know, and patients can share their 
experiences with each other. We got a lot of information from other cancer patients and their 
families and we could share our experiences because we were all exploring you know. Nobody 
wants to let go easily you know. So they were also exploring all possibilities and we were doing 
the same thing and we shared those experiences and that was helpful to both parties. Maybe 
such discussions can be moderated by the palliative care team so that they can clarify on 
misinformation. I thought that would be useful.”  

When asked for any final words, Dawa said “I consented to participate thinking that I could 
contribute something because I do not want others to go through the same thing that my dad 
and our family went through. I think when it is cancer it is not just the patient but the whole family 
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is involved and it is so difficult for everyone. After my dad’s diagnosis, like for almost six to seven 
months, I think there was hardly any laughter in the family. Everybody was just worried and 
depressed you know. So thank you and I hope you will be able to bring something through your 
research.” 
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Appendix 17. Interview guide for Bhutanese women living with advanced breast cancer 

The semi-structured guide: 

1. Can you tell me about your illness journey? How has it been since you started falling ill, the diagnosis, how 
you started seeking help, the treatment and everything until now? Probe and prompt accordingly… 

2. How do you feel about the current mode of treatment for your illness? Probe and prompt accordingly… 
a. Given a choice, how would you prefer to be treated for your illness? Probe and prompt 

accordingly… 
b. Would you prefer to be treated in the hospital or prefer to be reached at home? Why? Probe and 

prompt accordingly… 
3. Besides the medicines and ‘health care’ that you receive in the hospital, what other support do you wish from 

the doctors, nurses and other health care team? Or how would you want them to understand your situation 
better? Probe and prompt accordingly… 

4. How has the illness affected you? What is your concern related to the illness? Probe and prompt further to 
understand the physical, psychological, emotional and spiritual components  

a. What are the challenges you face, as a patient, in managing your illness and receiving care? Probe 
and prompt accordingly… 

b. How would you like to be helped to overcome some of those challenges? Probe and prompt 
accordingly… 

5. What is important to you in relation to your illness? 
a. Can you tell me about your personal values and beliefs and your spirituality in relation to your illness? 

Probe and prompt accordingly…  
6. How do you feel about the future, as the disease progress? What are your hopes, fears and expectations? 

Probe and prompt accordingly… 
a. Have you thought about your end-of-life issues? What are you concerned about your end-of-life?  

and after life? Probe and prompt accordingly…  
7. If you had a choice, where would you choose to die? Why? Probe and prompt accordingly… 
8. In the event that you are not able to decide for yourself, like you become unconscious, or you cannot speak 

or you are delirious, would you prefer to have someone identified now to speak and take decisions on your 
behalf if required? Whom would you identify? Why? 

9. How would you like him/her to represent you? Probe and prompt accordingly… to understand about the 
advance care planning.  

10. Is there anything else that you feel that we should have discussed but we didn’t? 
 

Thank you very much for participating and for all the invaluable information you shared.  
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Appendix 18. Interview guide for women in Western Australia living with advanced breast 
cancer 

The semi-structured guide: 

1. Can you tell me about your illness journey? How has it been since you started falling ill, the diagnosis, how 
you started seeking help, the treatment and everything until now? Probe and prompt accordingly… 

2. How do you feel about the treatment that you have received so far? Probe and prompt accordingly… 
Do you prefer to be treated in the hospital or would you prefer to be reached at home? Why? 
Probe and prompt accordingly… 

3. Besides the medicines and ‘health care’ that you receive in the hospital, what other support have you received 
as a part of overall management for the illness? Probe and prompt accordingly… 

4. How have you been coping with the illness so far?  
5. How has the illness affected you? What is your concern related to the illness? Probe and prompt further to 

understand the physical, psychological, emotional and spiritual components  
6. What are the challenges you face, as a patient, in managing your illness and receiving care? Probe and 

prompt accordingly… 
7. Has palliative care been helpful? How? Probe and prompt accordingly… 

8. How do you feel about the future, as the disease progress? What are your hopes, fears and expectations? 
Probe and prompt accordingly… 

Have you thought about your end-of-life issues? What are you concerned about your end-of-life?  
Probe and prompt accordingly…  

9. If you had a choice, where would you choose to die? Why? Probe and prompt accordingly… 
10. In the event that you are not able to decide for yourself, like you become unconscious, or you cannot speak 

or you are delirious, have you identified someone to speak and take decisions on your behalf if required? 
Whom would you identify? Why? 

11. How would you like him/her to represent you? Probe and prompt accordingly… to understand about the 
advance care planning.  

12. Is there anything else that you want to share besides what we have discussed so far?  

Thank you very much for participating and for all the invaluable information you shared. This is going to be very 
useful for the project  
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Appendix 19. Stories of women living with advanced breast cancer in Bhutan and Western 
Australia 

Bhutanese Participant 1 (BTN 1), Age 37 

As I felt this hard lump my husband and I got very scared and wondered what it could be. 
[Recently] my dad died of cancer. When dad seeked medical help the doctors said he is at his end 
and that there is no treatment and he was just left like that.  So two of us [she and her husband] 
immediately thought about the traditional and spiritual medicine. We had heard about a man 
who is believed to possess a supernatural power of a deity and we decided to seek his help. He 
immediately agreed to help us. He told me not to worry and that he will take care of me. I also 
wanted to get treated in the hospital. I went to the [district] hospital where a doctor told me that 
I have got mastitis and gave me antibiotics. I did not take those and instead came to Thimphu 
[national referral] hospital. I got a biopsy done and when the reports came the doctor [who 
handed the report] there told me it is a cyst in the breast and when I asked what to do with the 
cyst he said that I first could do all the rituals that we Buddhists do at this time [at the time of 
diagnosis] and then decide and to come back. He did not tell me it is cancer. We then decided to 
go for herbal treatment. [Initially] I took spiritual pills from a monastery which did not really make 
any difference. Then we heard about DXN product. We explored about it and immediately decided 
to take that product. As I continued it [DXN capsules] I started having a bloody discharge from my 
breast. We were scared but then the suppliers reassured us that it is a positive sign. They advised 
us to continue without interruption and we agreed. The capsules were very expensive though. As 
I continued the DXN capsules my breast became softer and softer and looked as if it is going to 
burst anytime. One night I developed severe pain and came to Thimphu [national referral 
hospital]. My blood pressure was low, my lips were becoming blue and I could feel my body 
becoming very cold. I told my husband ‘looks like I am going to die’. That time my breast had 
really swollen, it looked so scary. I was admitted in the hospital and the doctors were shocked and 
asked why I came so late. They [the doctors] were talking among themselves that it looked like 
the cancer had spread throughout the body. It did not really affect me, to be honest. We were so 
positive with the herbal treatment I was taking. They put me on some pain killers. They [doctors] 
were discussing among themselves that I need to do a CT scan but it (the breast) is so big that it 
will be inconvenient, to operate also is inconvenient and they just kept me like that without any 
interventions. On the third day of admission in the hospital my breast just burst open and then 
only I was relieved of the pain. Thereafter I didn’t feel any pain. There was a big ulcer, it was red 
and everything had rotted inside. The oncologists came to see me and said that the cancer must 
have spread everywhere. They were really shocked and asked me why I waited till it busted. They 
were not aware that I was taking that herbal capsules which caused all this actually. I was 
discharged with an advice to do daily wound dressing. We did dressing at home using DXN 
powder. The wound soon healed. I am now on chemotherapy.  
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Bhutanese Participant 2 (BTN 2), Age 36 

I first noticed a small node on my breast and it was not very painful but I immediately came to 
the hospital. The doctor said it is cancer and in another two to three months I had a surgery. For 
one year after the surgery I was doing well. Then I started having pain in this hand (left hand) and 
gradually I could not move and almost two years after the surgery, it became like this (paralysis 
of her left hand). I am told that it could be related to the surgery and this morning I am told that 
it will not be cured anymore.  

My husband is physically disabled and since I have not been able to move my hand, everything 
has become difficult for us you know, right from our basic needs like fooding. My main concern is 
that our children may not be able to study well. We (she and her husband) are both unwell and 
are not able to function well physically. I worry about how our children will continue their studies. 
I wish that if there is some kind of funding from the government to support my children’s 
education. I cannot do anything you know. I cannot even dress up on my own. My husband has to 
do everything for me. The moment I need to go anywhere I have to ask him to help me dress up. 
I get severe pain in my hand and just for the medicines I have to come all the way here (to national 
referral hospital from another district) spending so much on the transportation and moreover, in 
my village there is a rough road and it is very difficult to get vehicles. So everything has become 
very difficult for me and my family. If the medications were available nearby our village that would 
be very helpful. I would be very grateful. 

Bhutanese Participant 3 (BTN 3), Age 56 

There was a lump in my breast and I went to a [regional referral] hospital and there they removed 
the lump. After that I was well. I could do any kind of manual work as usual. Then eight years later 
there was another lump formed and this time I came to Thimphu (national referral hospital). In 
Thimphu they inserted a needle into the lump and the point where the needle was inserted could 
never heal. It’s been four years now. I did some local treatment in the village and stayed like that 
for three years. I collected so many local herbs to treat but nothing helped. The ulcer kept growing 
bigger (She had a massive open wound in her chest which was smelling terrible). Then I went to a 
nearby (district) hospital and the doctor there referred me to Thimphu hospital and since then I 
have been hanging around like this. I feel I have got such an awful disease. They gave me 
chemotherapy. Initially they gave three cycles and every three weeks we (she and her husband) 
came here by bus. Those days it used to take us three days to reach here from our village. Now 
with a direct bus we can reach in one day. I am now told that I need another six cycles of chemo. 
I told the doctor I can tolerate only three cycles and not more than that. I really suffer with chemo 
(its side effects).  

Initially I wondered about what must be this cancer. Some says cancer will kill. I always thought I 
will get cured. I still don’t really know. I am told that once there is cancer it will not get cured. Is 
that true madam? I take medicines every day. Every three months we come to Thimphu to collect 
medicines. Even when we didn’t have money to spend we burrowed from others and came. We 
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do not have any source of income. Our boys (two sons) have a small earning of four to five 
thousand each which is not enough for them and their families only. It is hard. We have been 
always borrowing from here and there to come for my treatment. The Cancer Society has been 
helping us with some funding every month. I really wish that these medicines are available in the 
hospitals nearby our village. There are many (staff) in the hospital who treats my disease but I 
would be happy if there was someone who could help me understand and guide me with the 
treatment process. At times I fear I may die soon from this disease. Challenges are many. I am not 
well and my husband is old. Money is a big issue. (She also needed a thorough personal hygiene 
and a good wound care). 

Bhutanese Participant 4 (BTN 4), Age 50 

I started having a kind of pain in my breast about two years ago. You know we usually have this 
solid lump in the breast. Earlier I noticed it was small and I just continued with my weaving for 
almost another eight months. Later it became quite big and hard. Then I started having chills and 
rigor and some pain in the chest and I could not weave. So then I went to the (community) 
hospital. They did an ultrasound and told me to go to Thimphu (national referral) Hospital. They 
told me to go immediately, within a week, but I did not go because I was very scared they I will 
cut it off. I had heard before that many women were getting their breasts cut off those days in 
Thimphu hospital. So I was very scared and I did not tell about it even to any of my children. I was 
just very scared and I didn’t want to go to hospital. I had hidden all my prescriptions. One and half 
month later I started having severe pain. By then my breast had become this big (indicated with 
her hand that it was quite big). My children were telling me to go to hospital but I would tell them 
‘you all should keep quite. Do you all want me to die in the hospital? I am not going.’ I went to a 
traditional healer (in another village same district) and when I showed him my breast he 
immediately said that it is cancer and that it will have to be cut off. He performed some healing 
practices by sucking out of the poison. You know sometimes sucking out will remove the poisons. 
But I could not resist the pain. It was very painful. I returned home. A month later I went back to 
him and he did the sucking once again. There was more swelling. It became this big and it was 
very painful. Then I went to (community) hospital again in our village. They once again did an 
ultrasound. Then seeing the report the doctor told me to go to Thimphu hospital immediately. I 
said I will go. I then immediately came to Thimphu hospital where they did the surgery. Today I 
realized that hospital is the biggest thing I rely on. I feel that if I had adequate information (then) 
I would not have feared and suffered so much. 

Western Australian Participant 1 (WA 1), Age 73 

Soon after the diagnosis I met a surgeon who was excellent. He is now retired. He operated on 
me. Then I was put on chemotherapy but not radiotherapy. Later, I have had cyberknife and that 
is radiotherapy. My medical treatment is very, very important. Yeah, it is very, very important. 
But without my faith I don’t know whether I would last this long because what you are actually 
doing is aah… you are going over and over and basically my life is in God’s hands. I am a Christian 
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I have a strong faith which helps me see my [cancer] journey as a part of my life. Basically my life 
is in God’s hands. I have lot of friends who pray for me and so in the hands of God and the prayers, 
I have come through very well which is very good. I really feel that peace in me. My husband is 
not religious but he supports me in my work with God. If I didn’t have my faith I would have 
nothing alright so that’s how I regard it.  

I got into palliative care services (took some time for her to recollect) about six years ago. I initially 
thought palliative care was the road to the end. I didn’t see it as a part of the journey because 
usually it is said, oh someone is in palliative care and then they go to hospice and they ultimately 
passed on. But yeah it was not like that for me. Once I worked out around what palliative care 
was, because lot of people don’t really understand what palliative care is, but I think it (palliative 
care) is very helpful. So now I am under a palliative care specialist but he really hasn’t done 
anything much as yet but he is just there in the background for when things do start (need for 
palliative care), like they are starting now much more. For now my pain is taken care quite well 
with so many medications round the clock but it is a very sticky point. There is nothing really you 
can do that much. It is a trial and error thing. 

WA Participant 2 (WA 2), Age 73 

About Christmas 2018 I felt bit of a lump in my right breast. I made an appointment to have a 
mammogram. I did that and a few days later I got a phone call asking me if I could come (to Perth 
as she was based in Albany) and talk to them. I went up about a week or so later and they just 
said be prepared to stay the day. I spent the whole of the morning..umm… having mammograms 
and x-rays and scans and all these sort of things. So then they wanted to know whether my 
husband was with me and he was not there initially. So they said they wanted him to come. And 
up until that stage they hadn’t sort of said anything to me. I said that we will get him to come in 
at about 4 o’clock. So he came in and then that’s when they told me ‘you have got in both breasts’ 
and I thought hang on a minute…smiles…I only found in one breast. So I thought..Oh..that’s not 
real good (becomes tearful). 
They said I needed to make a decision whether to remove both breasts. So I said umm ..gently 
laughs..well with my age the breasts really…laughs…they are not important..laughs..and I wasn’t 
particularly concerned that they take both. I suggested as long as you get it.. you know ..that’s all 
I wanted.. to get the cancer out you know. 

In March I went in and had both breasts removed. I spent a few days in the hospital and then I 
went and stayed with my daughter for ten days. Then I came home and nothing sort of happened. 
Umm.. I remember going to see my GP because I didn’t know what was going to happen next. So 
then they started talking about well..they going to do some chemo.  
Then I got a call again because I have had MRIs and X-rays and all sorts of things, body scans and 
then I got asking if I could come again and talk to the radiation oncologist. So I went back and 
spoke with her because she would then became involved and she said that umm..they had found 
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a tumour in my T12 in my spine. And I think that was what totally threw me..smiles..because I 
understood they had removed all of the cancer, it was gone. And all of a sudden you are told it is 
still there. And of course I didn’t know anything about when the cancer metastasizes you know. I 
had no information on it. The radiation oncologists, has been extremely good as far as talking to 
me and explaining things and explaining to my husband as well. You know she got the x-rays out, 
she got the scans out and she showed us on the TV screen where it [metastasis] is which was 
something that had not happened before. That then threw a bit of a different light on what type 
of treatment I was going to have. I am one of these people that I can handle anything actually but 
I don’t like not knowing what’s going on. We are all different, aren’t we? Because some people 
will say “I don’t want to know” and I am the direct opposite, I need to know. 

WA Participant 3 (WA 3), Age 73 

I used to go for mammograms when I turned 50. Yeah, just in a routine mammogram they 
found I have got it [cancer]. After that I had an operation on my left breast. I told them to cut it 
off but they wouldn’t. I said take it off right away because my age at that time didn’t matter. 
And she (doctor) said ‘no, we don’t take it off. Only if we really, really have to.’ So they did half 
of one [laughs] and I have now got it back again. 

I had radiation and then chemotherapy. I had chemotherapy over 18 weeks and I had 6 weeks of 
radiation. I would feel crook (sick), sort of you know unwell sort of thing and then in a few days 
before you had to go you felt alright. And then you go back and have it again. I was looking after 
my mother at that time and so I had to put her in a home, in the nursing home for that time. That 
was more than six years ago. And in October last year [5 years later] it came again [recurrence]. 
I have got it in three places – in the lymph nodes, in the sternum and in the breast. I have been 
seeing an oncologist again since November last year. I have got to see him next month. I am now 
on chemo tablets. You got to just go with it, don’t you? It is no good feeling sorry for yourself for 
whatever been miserable and so I just got it. Got to go with it. At least I don’t have to be running 
up and down the hospital having chemo and radiation and all that (She was also based in Albany 
and often had to go to Perth for her cancer treatment). These tablets seems to be working alright 
and the blood test has been alright. We have doctors who tell you what’s wrong and what’s right.  

They (doctors) have said they can’t cure me but the tablets will slow it down. So I don’t know how 
long or anything. They have never said how long but as I said my oncologist said he can keep me 
going as long as he can. I have heard about palliative care. Different ones talk about it differently 
but I haven’t had it at the moment. I am told that carers will come and do things for you and help 
out in the house but at this stage I mean I don’t do a lot but you know I am getting along. But if I 
need to have it later I will have to have it, won’t I? I feel we need it [palliative care]. 
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WA Participant 4 (WA 4), age 81 

I went to see my GP about something else and I said to her ‘Oh I think I got a bit of a lump here’ 
(on her breast). And she said hop on the table.’ I did and she said ‘oh you certainly have’ and so 
the next thing I was referred to a breast surgeon and within a week chop, chop [surgery] [she 
laughs]. I had radiation straightaway after the surgery. I recovered pretty quickly. Umm…And I 
thought that was the end of it. I can’t remember when they discovered these secondaries. Anyway 
it must be at least two years ago or maybe getting closer to three now. I have had chemotherapy 
after that. I don’t know how many months I had chemo but he [oncologist] said it has stopped 
working. I had a CT scan the last time so then he said you know aah..it is not working anymore. 
Yes [I have had adequate information] because I ask questions. My oncologist told me you know 
that it [end-of-life] is getting close. Now I have gone very weak and you know I just had to come 
to terms with the fact that I am not going to be alright and have not much longer to live. But 
that’s ok. Since then I have been giving away my jewelleries. You know as much as I can I would 
like to tidy things up before I go. I don’t want any squabbles or anything you know that often 
happens with families. I have been getting rid of all my books gradually. I had beautiful collection 
of Art books and I donated those to the Save the Children Fund. And when the fellow came to pick 
them up ‘Oh’…he said, ‘this is the best load I have seen ever’ [laughs] I thought oohh…giving them 
away but I had to. I started having palliative care since end of 2019. It [palliative care] is going to 
keep me as comfortable as possible. And treat me when and where it is needed and no treatment 
if it is not required. I know about advanced care planning which is to express what you want to 
happen to you. And then you have to let your family know so that when you do drop off the perch 
aah… your wishes will be observed. Like people say ‘I want to donate my body to the university or 
whatever and relatives when they find out ‘oh no…we don’t want that’ you know and they can 
stop it happening. Whereas if you have the advanced care thing, you know, it is written. I have 
mentioned it to him [her doctor] I don’t want any extra ordinary measures taken at all. You know 
when it is near the end just get rid of me as soon as possible [laughs]. I have asked that question 
[regarding pain and distress at end-of-life] to my doctor and he said ‘don’t worry, we will keep 
you comfortable.’ I would hate to die in agony. 

WA Participant 5 (WA 5), age 66 

I have been living with breast cancer for 11 years. We first took the lump out as we found out that 
it was cancerous and some more lymph nodes and then also had umm…another lump a few 
months ago. There was obviously the remnants of the first cancer where I had a left mastectomy 
then. But I would not have chemotherapy. I have seen too many people go through chemotherapy 
and the side effects and I just did not want to go through that. I feel that would have lessened my 
life and not kept me alive and my feeling is even if it is going to keep me alive for couple of more 
months what is the point when I have no quality of life. But the most important thing when you 
get breast cancer is the support of those closest to you and it is not always your family. You know 
I have been so lucky to have such a support I get. But you don’t want to be expecting too much of 
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somebody because everyone has got their lives you know and umm…they are already on their 
own journey. So I am very mindful of not asking any one person to do too much for me.  

My second cancer started in June last year and I honestly feel that the second was brought by the 
shock of losing my son in January 2020. It was very hard you know I had to deal with cremating 
him, sorting all his affairs out umm.. winding up his house, you know moving, buying a new house, 
renovating umm…it was just non-stop. I was just like a machine and I think I was trying to avoid 
the feeling of loss, an absolute devastation. I started getting pains in my stomach and finally after 
three CT scans which all came back with different you diagnoses like umm…I can’t even remember 
the term, diverticulitis ileitis. I was losing so much weight. I think in total I have lost around 35 
kilos. So I am pretty skinny and that’s pretty uncomfortable when you are lying in the bed for 
whole day and can’t be bothered to doing anything. Umm… its not much fun (gently laughs). But 
they finally found a tumour at the back of my small bowel and so then went in to do a laparotomy. 
They could not get to that site then couple of days later I had to re- go into surgery and I had not 
even heard of a stoma bag yet I woke up with a stoma bag and I was devastated. Umm..I could 
not deal with it for a while. They said that after three months they could reverse it and so I went 
in three months later to get it reversed but there would be a chance that it may not reverse and 
could end up with two bags. But I was always confident in my surgeon and he explained 
everything you know what might happen and what might not happen. So I went ahead and had 
the surgery and now I have two bags – I have a stoma and I have fistula which has been extremely 
difficult to deal with. I have no quality of life. You know I have opted to go for voluntary assisted 
dying (VAD) because there is no foreseeing quality of life. I have only got months anyway and why 
should I have to suffer. Yes [palliative care is involved]. They come every day and take notes and 
ask me how much pain I have got and go you know. Then I don’t see them obviously over the 
weekends. And I can’t go into umm… they can’t put me into palliative care because there is no 
definitive time yet. I am taking up space you know that could probably be useful to somebody 
else. They (palliative care team) haven’t made that difference because I can’t go and I can’t do 
anything. I went home for two weeks and I didn’t really leave my bedroom. I would either be in 
the bedroom, the bathroom or the lounge room and that was it you know. And I just had leak 
after leak. The (involved palliative care group) don’t have the staff to cope with that. Sometimes 
I would have to wait hours and my skin would be burning because the poop (faeces) is leaking out 
into your body. It is horrible. Umm…and so who would like to live like that?  

While in the hospital they are supporting me. As soon as I have the leak I can ring the bell and 
someone comes and fixes me but all I am doing is lying in the hospital and waiting for the next 
leak basically or the next bag changed. I still got no quality of life. And you know I have no future 
with quality life. If there was a future I am a fighter I would fight but doesn’t have future you 
know. And I am out of fight. I am tired. I want to go. [She died a month later availing VAD]. 
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 Appendix 20. Survey questionnaire for healthcare professionals 
 
Participant ID       Date: ____/____/______ 

   
 

 
Socio-demographic Characteristics 
Health care setting: 
☐  Hospital (name) ____________________________________________ 
☐  BHU (name) _______________________________________________ 
Your age ________ years 
Your gender:   ☐ Male   ☐ Female 
Your occupation: 
☐ Nurse       ☐ General Medical Doctor                    ☐ Specialist 
☐ Traditional physician (Drungtsho)          ☐ Pharmacist                ☐ Physiotherapist 
☐ Health Assistant          
                                                                                
Your qualification:  
     ☐ Certificate                  ☐ Diploma             ☐ Bachelor’s Degree  
     ☐ Postgraduate Degree 
Where did you receive your training? 
      ☐ Institution/University & Country: ______________________________________ 
Your area of specialty: 
☐ General      ☐ Medicine   ☐ Surgery       ☐ Gynaecology/Obstetrics 
☐ Pharmacy         ☐ Physiotherapy      ☐ Community  ☐ Traditional Medicine 
☐ ICU  ☐ Others (please specify) ___________________ 
Your number of years in service: _________ years 
Did you receive any form of training on palliative care? ☐ Yes  ☐ No 
9.1. If yes, duration of the training ______weeks  
9.2. Where did you receive the training? (Institute/University & Country) 
___________________________________________________________________ 
 
Palliative care provision  
Are you, currently/ in the past, involved with caring for people with advanced illnesses such as cancer, heart, lung, 
liver and kidney failure, dementia, MDR-TB?  
     ☐ Yes         ☐ No 
Are you, currently/ in the past, involved in caring for patients in their end-of-life? 
     ☐ Yes         ☐ No 
 If yes for 10 and/or 11, what is/was your role in caring for these patients? Please specify, 
 _____________________________________________________________________ 
Do you face any problems/ challenges while caring for these patients? 
    ☐ Yes         ☐ No 
 If yes, please specify the problems/challenges______________________________ 
 
 
 What changes would you like to see to overcome the problems/challenges? 
Please specify, __________________________________________________________ 
Do you have any other comments?   ☐ Yes           ☐ No 
 If yes, please specify, __________________________________________ 

Thank you for your participation 
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Appendix 21. Focus group discussion/interview guide for healthcare professionals 

The semi-structured guide: 

Introductory question Can we start by discussing about your experience in taking care of patients 
with advanced illness, like cancer or other chronic disease, where the prospect 
of cure is/was minimal or impossible? Prompt and probe, if required 

Transition question What are some of the greatest needs of these patients? and families? Prompt 
and probe, if required 

Focus questions  What are/were the difficulties and challenges you encounter while taking care 
of these patients? Prompt and probe, if required 
What is your understanding of palliative care? I am sure some of you have 
received short trainings in palliative care (reflecting on the answers to survey 
questionnaire) Can we discuss about it? (what is it, what care does it focus on 
and for whom) 
Palliative care is defined as a care for the physical pain and discomfort along 
with psychological, social, emotional, and spiritual distress that a patient with 
incurable disease and his/her families goes through. How about education and 
training needs for the doctors, nurses, pharmacists, physiotherapists, health 
assistants and Drungtshos in palliative care? Can we discuss about it, Prompt 
and probe, if required 
What do you feel about current staffing in the areas/wards where we care for 
people who are dying? Prompt and probe, if required Are there adequate/less 
staff. How can staffing impact palliative care delivery? (number of staff, 
attitudes of staff, training of staff, staff disciplines).  
And how about other resources and infrastructure? Do we have adequate to 
start providing palliative care (+/- specialist PC service)? What would it look 
like? Prompt and probe, if required 
Summarize the above discussion 
Now can we discuss about the availability of the essential palliative care 
drugs? Morphine is one significant drug of choice in palliative care, which is 
cheap and very effective in managing severe pain in most cases. How 
comfortably/rationally do you use morphine to treat chronic pain? Probe and 
prompt accordingly.  
What is that availability of morphine (tablets, mixtures and injections) at all 
time in this hospital? How is it? Prompt and probe, if required.  
What is your understanding of the opioid policy in Bhutan?  How does our 
policy need to be modified? 
Summarize the discussion about the drugs 
Palliative care is defined as a holistic approach to care involving a 
multidisciplinary/interdisciplinary. How can we deliver such an approach? 
How can we ensure this? 
How are social workers, psychologists, spiritual carers (monks) integrated into 
care for people who are terminally ill? How can this be initiated/improved? 
Traditional medicine is important to many Bhutanese people. How can 
Drungtshos be involved in the care of terminally ill patients? (How is it 
different to your approach to care?  
Prompt and probe, if required 
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 How can the involvement of multiple disciplines/practices/traditions work 
together to improve the quality of life of these patients and their families? 
(Improves care/ ‘value adds’?)   
Summarize the discussion about the multidisciplinary approach to PC 
Can we now discuss about increasing awareness of palliative care in the 
general population? When, who, how should we do it? Prompt and probe, if 
required 

Summarizing question As you all now know that this research is going to facilitate integration of 
palliative care services in Bhutan. Considering your experiences and our 
discussions today, can you discuss how we can improve the care of patients 
with terminal illnesses, dying patients and their families? Prompt and probe, if 
required 
Summarize the overall discussion 

Concluding question Is there anything else that anyone feels that we should have discussed but we 
didn’t? Discuss accordingly. 

 

With this we have come to the end of the focus group discussion and I would like to thank each one of you, my 
study participants, for your willingness to participate in the study and for your valuable views and opinions on the 
subject. Each of your points are going to be very useful for the project.  

Thank you very much. We have arranged for some tea and snacks for you. Please help yourselves. 

  



281 
 

Appendix 22: Survey Questionnaire for the Delphi iteration Round 1 
Part I. Socio-demographic Characteristics 

1. What is your name?    _____________________________ 
2. How old are you?  ___________ years 
3. What is your gender?   ☐ Male   ☐ Female 
4. What is your highest qualification?  

☐ Diploma             ☐ Bachelor’s Degree       ☐ Master’s Degree       ☐ PhD  
☐ Post Doc        ☐ Others (Please specify) _______________________ 

5. In which organization do you work? ___________________________________________  
6. What is your occupation? _______________________________________ 
7. What is your current post? ____________________________________ 

Part II. This section is related to the draft framework for palliative care in Bhutan. Each statement is 
followed by a range of options from ‘Strongly Disagree’ to ‘Strongly agree’. Please indicate how much 
you disagree/agree to the vision, mission and aim of the framework for palliative care in Bhutan. Please 
write your comments in the box, if any. Your responses and comments will help us to finalize the draft 
framework for palliative care in Bhutan. 

8. Vision of the framework for palliative care in Bhutan 

“To ensure that all patients in Bhutan, both adults and children, and their families affected by life-limiting illnesses, 
receive socially, culturally and spiritually appropriate palliative and end-of-life care including adequate pain relief, 
other symptom management and grief and bereavement support.” 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

8.1. If you have comments/feedback on the vision statement please write below. 

9. Mission of the framework for palliative care in Bhutan 

“To integrate palliative care into the Bhutanese healthcare system.” 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

9.1 If you have comments/feedback on the mission statement please write below. 

10. Aim of the framework for palliative care in Bhutan 

“To implement a palliative care model based on public health strategies modified to Bhutan’s socio-economic, 
cultural and spiritual context as recommended by the World Health Organization (WHO)” 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

10.1 If you have comments/feedback on the aim of the framework, please write below. 

11. Objectives of the framework for palliative care in Bhutan 

Objective 1. 

To develop suitable policies to integrate palliative care into the Bhutanese healthcare system. 
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☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      
Objective 2 

To ensure adequate availability and accessibility to essential palliative care medicines, including opioids, at all levels 
of healthcare, in the community and at patients’ home, while simultaneously ensuring prevention of diversion and 
misuse. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 3 
To develop palliative care education, training and awareness program for healthcare professionals, policy makers 
and the public. 

☐ Strongly disagree     Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 4 
To integrate palliative care services at all levels of healthcare (national/regional referral hospitals, district hospitals, 
Basic Health Units (BHUs) (Grade I and II), in the community and at patients’ home. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 5 
To deliver palliative care services according to Bhutan’s socio-economic, cultural and spiritual context. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

11.1. If you have comments/feedback on the objectives of the framework please write below. 

12. Steps to address Objective 1- suitable policies  

1. The policy should integrate palliative care into public health programs such as Lifestyle Related Disease Program, 
Cancer Control Program, HIV/AIDS and Tuberculosis Control Program in the Ministry of Health.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. The policy should emphasize palliative care for all patients, both adults and children, irrespective of the diagnosis, 
and their family members.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. The policy should promote a multi-disciplinary approach to palliative care where a team of doctors, nurses, 
pharmacists, physiotherapists, counsellors/psychologists, dietitians, social workers, Drungtshos, spiritual leaders, 
and volunteers are involved. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. The policy should ensure availability and accessibility of palliative care essential medicines, including opioids, at all 
levels of healthcare (national/regional referral hospital, district hospital and BHUs), in the community (outreach 
clinics and sub-posts) and at patients’ home. 
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☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. The policy should prioritize on the education, training and awareness on palliative care for health care 
professionals, policy makers and the public. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

6. The policy should emphasize socio-culturally and spiritually appropriate palliative care services. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

12.1. If you have comments/feedback on ways to achieve Objective 1 - suitable policies for palliative care in 
Bhutan, please write below. 

13. Steps to address Objective 2 – Ensuring availability and accessibility to essential palliative care medicines 

1. Essential palliative care medicines list including opioids, particularly morphine (both immediate and sustained 
release), should be agreed upon for Bhutan. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Medications on the essential list should be available and easily accessible at all levels of healthcare 
(national/regional referral hospital, district hospital and BHUs), in the community (outreach clinics and sub-posts) 
and at patients’ home. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. Opioid management procedures at all levels of healthcare must address the risk of diversion and misuse. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. Other non-pharmacological pain management therapies such as music therapy, art therapy, religious teachings 
and other traditional healing therapies from Traditional Medicine including massage, hot/cold compression, 
acupuncture, yoga and meditation should be available to patients with life-limiting illnesses and their families. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. Relevant medical equipment including, but not limited to, pressure-reducing mattress, nasogastric drainage or 
feeding tube, urinary catheters, commode chair, bed pan, urinals,  opioid lock box, wheelchair, walking aids, 
flashlight with rechargeable battery, diapers and oxygen should be available or easily accessible at all levels of 
healthcare, in the community and at patients’ home.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

13.1. If you have comments/feedback on ways to achieve Objective 2 - ensuring availability and accessibility to 
essential palliative care medicines, please write below. 

14. Steps to address Objective 3 - Palliative care education, training and awareness  



284 
 

1. Palliative care education should be integrated at the Faculty of Nursing and Public Health, Faculty of Traditional 
Medicine, the Faculty of Postgraduate Medicine at the KGUMSB and other private nursing colleges in the country. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Palliative care education should be available for doctors, nurses, physiotherapists, pharmacists, Drungtshos 
(traditional physicians), health assistants and other allied health professionals across the country in the form of 
hands-on trainings, workshops, seminars and conferences. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree    

3. Palliative care education should enable thorough symptom assessment including physical pain and discomfort; 
and psychological, emotional, and spiritual distress and to develop appropriate plan of care. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree  

4. Palliative care education should emphasize on communication skills among the care providers. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5.Palliative care education should emphasize on humane and compassionate approach to palliative care. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

6. Palliative care education should cover ethical and medico-legal issues, including the relevant professional ethical 
principles, and the relevant legislation of clinical practice. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

7. Palliative care education should emphasize identification of physical and moral distress, emotional burnout and 
self-care among care providers and how to seek timely help. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

8. Palliative care education should be provided to policy makers, program officers, social workers, spiritual leaders, 
traditional healers, community volunteers, patients, families and the general public. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

9. Research on palliative care should be emphasized, promoted and supported. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

14.1. If you have comments/feedback on strategies to Objective 3 - palliative care education, training and 
awareness, please write below. 

15. Steps to address Objective 4 - Implementation of palliative care at all levels of healthcare and community. 

1. Palliative care should be integrated at all levels of healthcare including Jigme Dorji Wangchuck national referral 
hospital (JDWNRH), the two regional referral hospitals, all district hospitals and BHUS both Grade I & II.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
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☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. A separate palliative care unit with adequate beds is essential especially at the national and regional referral 
hospitals. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. Palliative care services should also be available in the communities and at patient’s home so that patients at 
terminal stage need not have to travel to the hospitals for symptom management. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. Palliative care services should also be available through 24X7 telephone consultation and telemedicine. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. Palliative care consultation and telemedicine accessibility should be available to professionals functioning in 
remote health centres. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

 
Q15.1. If you have comments/feedback on strategies to Objective 4 - implementation of palliative care at all levels 
of healthcare and community, please write below. 

16. Steps to address Objective 5 – Delivering palliative care services according to Bhutan’s socio-economic, cultural 
and spiritual context. 

1. Palliative care service should be unique to the socio-economic, cultural and spiritual context of the patient and 
his/her family.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Palliative care services should ensure basic support including food, clothing, shelter and financial help whenever 
necessary. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. Palliative care providers should respect privacy and ensure dignity of every patient and family throughout the 
illness trajectory, at end-of-life and during grief and bereavement period. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. Palliative care services should facilitate evidence based traditional healing practices as aspired by the patients and 
families. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. Palliative care providers should facilitate in fulfilling the end-of-life wishes of patients and families including the 
choice of place of care and death as much as possible. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
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☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

16.1. If you have comments/feedback on strategies to Objective 5 –socio- culturally and spiritually appropriate 
palliative care, please write below. 

Concluding Remarks 
Do you have any other final comments/feedback?   ☐  Yes  ☐  No  
If yes, please write your final comments/feedback below. 

This is the end of the first round of the survey. Thank you very much for your participation. We will analyze your 
responses and request you to complete a second round of the survey in a few weeks' time. Thank you. 
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Appendix 23: Survey Questionnaire for the Delphi iteration Round 2 
Part I. Socio-demographic Characteristics 

1. What is your name?    _____________________________ 
2. How old are you?  ___________ years 
3. What is your gender?   ☐ Male   ☐ Female 
4. What is your highest qualification?  ☐ Diploma             ☐ Bachelor’s Degree         ☐ Master’s Degree      

 ☐ PhD   ☐ Post Doc        ☐ Others (Please specify) _______________________ 
5. In which organization do you work? ___________________________________________  
6. What is your occupation? _______________________________________ 
7. What is your current post? ____________________________________ 

Part II. This section is related to the framework for palliative care in Bhutan. We have revised the framework 
following your responses and comments in the first round. In this round we would like to finalize the revised 
framework based on your responses and comments. Each statement is followed by a range of options from 
‘Strongly Disagree’ to ‘Strongly agree’. Please indicate how much you disagree/agree to the vision, mission, aim 
and objectives and to each step addressing the objectives of the framework. Please write your comments in the 
box, if any.  

8. Vision of the framework for palliative care in Bhutan 

All patients and their families experiencing serious health related suffering due to a life-limiting illness receive socially, 
culturally and spiritually appropriate quality palliative care throughout the illness trajectory, at end-of-life and in 
their bereavement. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

8.1. If you have comments/feedback on the vision statement please write below. 

9. Mission of the framework for palliative care in Bhutan 

To integrate palliative care into healthcare policy and all levels of healthcare service with adequate training of 
healthcare professionals, and availability of essential medicines to ensure equitable access across the country. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

9.1 If you have comments/feedback on the mission statement please write below. 

10. Aim of the framework for palliative care in Bhutan 

To implement a suitable palliative care model based on our socio-economic, cultural and spiritual context to ensure 
highest quality of life among patients and families affected by serious health related suffering due to a terminal 
illness. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

10.1 If you have comments/feedback on the aim of the framework, please write below. 

11. Objectives of the framework for palliative care in Bhutan 

Objective 1. 
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To develop suitable policies to integrate palliative care at all levels of healthcare.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 2 

To ensure adequate availability and accessibility to essential palliative care medicines, including opioids, and other 
symptom relief measures including traditional medicines and other necessary non-pharmacological resources at all 
levels of healthcare, in the community and at patients’ homes, while simultaneously ensuring prevention of diversion 
and misuse of opioids. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 3 
To provide regular palliative care education, training, advocacy and awareness to healthcare professionals, social 
workers, spiritual leaders, policy makers and the public.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 4 
To integrate palliative care at all levels of healthcare, in the community and in patients’ homes making it 
available to whoever needs it. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Objective 5 
To deliver palliative care according to Bhutan’s socio-economic, cultural and spiritual context. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

11.1. If you have comments/feedback on the objectives of the framework please below. 

12. Steps to address Objective 1- suitable policies  

1. The policy should emphasize palliative care for all patients, both adults and children, experiencing serious health 
related suffering due to a life – limiting illness irrespective of the diagnosis. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. The policy should be inclusive of palliative care for patients’ family members. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. The policy should embed palliative care across the continuum of care through the primary healthcare approach. 
☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. The policy should promote a multi-disciplinary approach to palliative care where a team of doctors, nurses, 
pharmacists, physiotherapists, counsellors/psychologists, dietitians, social workers, Drungtshos, spiritual leaders, 
and volunteers are involved. The needs of the patients and families should be central to functioning of the team. 
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☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. The policy should ensure availability and accessibility of palliative care essential medicines, including opioids, at all 
levels of healthcare (national/regional referral hospital, district/community hospital and PHCs), in the community 
(outreach clinics and sub-posts) and at patients’ home. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

6. The policy should prioritize palliative care education, training and awareness for health care professionals, policy 
makers, spiritual leaders, traditional healers and the public. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

7. The policy should emphasize socio-culturally and spiritually appropriate palliative care services. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

8. Policy should enable palliative care services to work with other relevant organisations to ensure social security in 
the event of lack of adequate means of livelihood in a patient and his/her family affected by a life-limiting illness. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

9. The policy should ensure a dedicated funding allocated for palliative care services. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

10. Palliative care policy should ensure the involvement of patients, families and communities in making decisions 
about their own care and addressing their needs. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

12.1. If you have comments/feedback on ways to achieve Objective 1 - suitable policies for palliative care in 
Bhutan, please write below. 

13. Steps to address Objective 2 – Ensuring availability and accessibility to essential palliative care medicines 

1. An essential palliative care medicines list, including opioids, particularly morphine (both immediate and 
sustained release), should be agreed upon for Bhutan. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Medications on the essential list should be available and easily accessible at all levels of healthcare 
(national/regional referral hospital, district/community hospital and PHCs), in the community (outreach clinics and 
sub-posts) and at patients’ home. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      
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3. Opioid management procedures at all levels of healthcare must address the risk of diversion and misuse. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. Other non-pharmacological pain management therapies such as physiotherapy measures, music therapy, art 
therapy, religious teachings and other traditional healing therapies from Traditional Medicine should be available to 
patients with life-limiting illnesses and their families. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. Relevant medical equipment including, but not limited to, pressure-reducing mattress, nasogastric drainage or 
feeding tube, urinary catheters, commode chair, bed pan, urinals, opioid lock box, wheelchair, walking aids, 
flashlight with rechargeable battery, diapers and oxygen should be available or easily accessible at all levels of 
healthcare, in the community and at patients’ home.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

13.1. If you have comments/feedback on ways to achieve Objective 2 - ensuring availability and accessibility to 
essential palliative care medicines, please write below. 

14. Steps to address Objective 3 - Palliative care education, training and awareness  

1. A palliative care curriculum should be integrated at the Faculty of Nursing and Public Health, Faculty of 
Traditional Medicine, the Faculty of Postgraduate Medicine at the KGUMSB and other private nursing colleges in 
the country. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Palliative care education should be available as continuous professional development for doctors, nurses, 
physiotherapists, pharmacists, psychologists, counsellors, social workers, Drungtshos, health assistants and other 
allied health professionals across the country in the form of hands-on trainings, workshops, bedside coaching, 
seminars and conferences. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree    

3. Education and training should enable at least basic knowledge and skills about palliative care among all doctors, 
nurses and other allied healthcare professionals at all levels of healthcare. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree  

4. Palliative care education should develop care providers’ skills in communicating with the patients and families 
affected by a life-limiting illness. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. Palliative care education should emphasize a humane and compassionate approach towards caring for patients 
and families affected by a life-limiting illness. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
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☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

6. International training opportunities should be available to doctors, nurses and other relevant healthcare 
professionals interested in specializing on palliative care. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

7. Palliative care education and training should also be provided to spiritual leaders, traditional healers and 
volunteers involved in the care of patients and families affected by a life-limiting illness. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

8. Palliative care education should cover ethical and medico legal issues, including the relevant professional ethical 
principles, and the relevant legislation of clinical practice. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

9. Palliative care education should emphasize identification of physical and moral distress, emotional burnout and 
self-care among care providers and how to seek timely help. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree     

10. Palliative care education and awareness programs should be available for policy makers and the public through 
workshops and other social media platforms.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree     

11. Research on palliative care should be emphasized, promoted and supported. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

14.1. If you have comments/feedback on strategies to Objective 3 - palliative care education, training and 
awareness, please write below. 

15. Steps to address Objective 4 - Implementation of palliative care at all levels of healthcare and community. 

1. Generalist/basic palliative care should be available at all levels including referral hospitals, all district / community 
hospitals and PHCs through in-patient, out-patient and home care services.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Specialist palliative care should be available at the national and regional referral hospitals. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. At the national and regional referral hospitals a separate palliative care unit with adequate beds and adequately 
trained staff should be available. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
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☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. At the district/community hospitals and PHCs adequate palliative care beds with adequately trained staff should 
be available. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

5. A separate palliative care centre may be considered in places like Thimphu to ensure better care of patients with 
terminal illnesses and their families, act as a Centre of Excellence for training and research, and simultaneously 
reduce burden to the national referral hospital. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

6. Access to palliative care teleconsultations should also be available for 24X7 through all the possible social media 
platforms amongst care providers, patients and families. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

7. Palliative care network should be developed between different levels of healthcare to enable support for more 
complex patients and smooth transition of care during patient referrals from one health centre to another. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

Q15.1. If you have comments/feedback on strategies to Objective 4 - implementation of palliative care at all levels 
of healthcare and community, please write below. 

16. Steps to address Objective 5 – Delivering palliative care services according to Bhutan’s socio-economic, cultural 
and spiritual context. 

1. Palliative care should be provided according to the socio-economic, cultural and spiritual context of the individual 
patient and his/her family.  

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

2. Palliative care should liaise with other government and non-governmental organizations to ensure basic support 
including food, clothing, shelter and financial help for patients and families if necessary. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

3. Palliative care providers should engage with and seek the support of community leaders including Gups, Mangmis, 
Tshokpas, religious leaders, traditional healers and other influential people such as business leaders. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

4. Palliative care providers should respect privacy and ensure dignity of every patient and family throughout the 
illness trajectory, at end-of-life and during grief and bereavement period. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      
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5. Palliative care providers, in consultation with the treating physician, should provide adequate and honest 
information about the disease and its prognosis as desired by the patient and his/her family. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

6. Upon thorough discussion and honest understanding of their condition, the decisions of patients and families on 
the choice of treatment and/or its termination must be respected. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

7. Palliative care providers should facilitate local traditional healing practices as desired by the patients and families. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

8. Palliative care providers should facilitate fulfilling the end-of-life wishes of patients and their families including 
completing their unfinished business, their choice of place of care and death as much as possible. 

☐ Strongly disagree    ☐ Disagree   ☐ Somewhat disagree 
☐ Neither agree nor disagree ☐ Somewhat agree ☐ Agree ☐ Strongly agree      

16.1. If you have comments/feedback on strategies to Objective 5 –socio- culturally and spiritually appropriate 
palliative care, please write below. 

 
Concluding Remarks  

Do you have any final comments/feedback on this revised Framework for Palliative Care in Bhutan?  
 ☐  Yes  ☐  No 
  
If yes, please write your final comments/feedback below. 
 
This is the end of the survey. We really appreciate for your participation.  
                               
                                          Thank you very much 
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Appendix 24: Participants’ comments on the Delphi study 

Components 
of the 
framework 

 
 
Rounds 

 
 

Participants’ Comments 
Vision 1 If you think it is applicable and suitable to include economic aspect also as we know 

that there is no old age maintenance allowance/old age pension/disability pension 
system in Bhutan like in Nepal and India. SHP 4 
People are silently suffering due to lack of such policy. SHP 5 
What if end-of-life is omitted? Palliative care doesn't cover it? SHP 10 
i also feel the need to add older people as they also need end-of-life support. SHP 8 
Very clear vision. SHP 14 
We as health care person should take the lead by involving other stakeholders such 
as politicians and beaurocrats to come up with palliative care services and facilities 
including palliative care specialist doctors, nurses, volunteers, social workers, 
counsellors and religious leaders SHP 18  
Perfect. SHP 19 
Vision statement can be little shorter and aspirational. SHP 16 
All patients and their families....need not mention Bhutan... Adult or children. SHP 22  
I think a more precise and concise Vision would be good. SHP 32 

2 Palliative care being early stage in Bhutan, as far as my knowledge is concerned, 
none of the patients or family members receive such holistic care throughout the 
diseases trajectory. We need to move forward from end-of-life care to early from 
diagnosis till bereavement contextually to individual patient. SHP 21 
Well written. SHP 29 
We must institutionalize the efforts which is missing in current practice. SHP 17 
Instead of 'their families', I suggest 'their loved ones' as sometimes people have 
more close friends than family. SHP 26 
It is more relevant in our case as a Buddhist nation. SHP 5 
I would suggest to use the existing networks, not only medical, but the gup system 
to ensure quality service for everyone. And also look at current communications i.e. 
WeChat is popular as a means of ease of communications between patient and 
caregivers. SHP 32 
Well defined vision. SHP 30 

Mission 1 It is the only way to reach out to the underprivileged. SHP 5 
Very good and timely as NCD is on the rise, chronic illness increasing, and life 
expectancy increasing as well. SHP 14 
Perfect. SHP 19  
Although few components of palliative care is already integrated and few staffs 
trained. SHP 16 
Need not mention Bhutanese… SHP 22 
Healthcare system should be thought of generally, not just public healthcare, which 
is already stretched and resources would be scarce if we only rely on free public 
healthcare. SHP 26  
Palliative care is one of the components of flagship program in Bhutan. SHP 16 
More specific as when you say palliative care, there are many types. The action plans 
should fulfil the mission statement. SHP 32 

2 Adequate training of healthcare professionals is a big question mark. Who would 
lead in this area? SHP 5 
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This should be enacted on policy level i.e. cabinet level/parliament level (ideally 
HMK5) if possible. So that this training, essential medicines, etc don’t change when 
policy makers change. SHP 32 
This is the need of the hour. SHP 17 
I feel that training for palliative care should not be limited to healthcare 
professionals only. SHP 30 

Aim 1 So far it's is individual based biomedical approach. I loved the public health based 
strategies you have adopted. SHP 16 
I don't see why it should be limited to one recommended by WHO. SHP 26 
Is there anything at all mentioned about the care, compassion etc to older/elderly or 
ill individuals in our constitution? It would be nice to mention that as part of it here 
too. SHP 32 

2 Need strong political will and support of external donors to implement this model of 
care. SHP 5 

Objectives 1 Regarding objective 2 about making access to opioid (pharmacotherapy) at 
individual's home or community is not really necessary as chance of misuse is little 
high. SHP 9 
New coined term for BHUs are PHCs. Coaching can also be adopted for palliative 
care education & training. SHP 10 
As for the accessibility and availability on the opioids at the primary health care may 
have some challenge as it is not supplied to the primary health care level. SHP 9 
Royal Government of Bhutan supports free healthcare, any patient requiring 
palliative care must be well taken care.  
SHP 5 
Madam if u could add a teaching module in the faculty and please change BHU to 
PHC and add subpost as well. Rest perfect. SHP 19  
Obj4. I don't think it is realistic to integrate in all health service centres. There will be 
no resources. Better to limit it to some specialized centres. SHP 26 
Objective two should cover an element of affordability and also some direction on 
whether the state should provide everything. SHP 27 

2 Need more proficient people. SHP 5 
Making opioids available at homes would make way for misuse, dependency and 
over dosage unless it is a health worker or a reliable care giver providing such 
palliative care services. SHP 33 
Very good and comprehensive objectives. SHP 34 
We need to stress on prescription rights for opioids too as accessibility doesn't 
merely ensure appropriate use and in Bhutan we have strict laws on opioid use or 
the prescription rights. SHP 21 
This would definitely take time and I would strongly recommend that a committee 
especially be formed for this to take place that will include all relevant stakeholders 
include His Majesty's secretariat. SHP 32 
Accessibility of opioid at the districts level are through FORMII (name patient). SHP 8 
Accessibility of opioid is made through form II (name patients). SHP 24 

Steps to 
Objective 1 

1 Obj 2 there is mention of “their family member" sentence looks to me incomplete. 
SHP 4 
PC must be made accessible to anyone who "NEEDS" it to alleviate suffering. SHP 2 
Not really confident about having opioids at the lowest level of health care facilities. 
SHP 8 
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Initiate this policy of palliative care in national, regional referral and districts 
hospitals first, then move down to BHU level in future. SHP 14 
Under St 3 about multi-disciplinary approach, include patient and patient party as 
well. SHP 16 
Palliative care should not be just a subsidiary to other public health programmes and 
not get due attention. SHP 26 
Integration should not be limited to few public health programs. Integrate across all 
public health programs. SHP 23 
While it is good to have a multidisciplinary approach, it also has the potential for 
disagreement between various actors, for example between spiritual leaders vs 
doctors. The patient’s representative should also be included. SHP 27 

2 While all the steps to obj 1 looks ideal, some may not be readily feasible. SHP 34 
I hope you have a step by step plan of action for this? It is a great goal to want to 
achieve but a lot of hard work and cooperation from so many levels. SHP 32 
Opioids access is available through FORM II (name patient). SHP 8 

Steps to 
Objective 2 

1 It will be quite very difficult to ensure that these medical equipment could be made 
available at all levels. SHP 14 
Can our government afford to supply all the essential medicines and equipment till 
patients home? It will require a local level studies of cost effectiveness done to 
support the statement or bring changes at policy level.  SHP 10 
It would be very good if all above mentioned equipment and other assistive devices 
are made available to BHU level and home. But the big question is to sustain it? SHP 
14 
Making opioids available even at BHUs and community level is a concern, as there 
are instances of misuse even by health workers and patient parties. Stringent 
measure must be adopted to prevent misuse including strict monitoring and auditing 
of controlled drugs. SHP 16 
Use of pets to alleviate pain and suffering and bring peace of mind. SHP 25 
It will be difficult to provide and manage opioids at all levels of health service 
providers. There should be selected centres with proper procedures for 
management. SHP 26 
Opioids medicine should not be the sole agent for pain management - other 
physiotherapy modalities such as LASER, electrotherapy and acupuncture, and 
physical exercises must be included for pain management. SHP 23 
Non pharmacological pain management like electrotherapy modalities can also be 
included. Do we have any expertise to facilitate music and art therapy at our setting? 
SHP 20 
Provided we have adequate budget to buy medical devices and train people to use 
them. Need SOP for returnable basis. SHP 30 
Will medicines also include alternative or traditional medicine too? SHP 32 

2 Provide choices and addition of non-pharmacological management of pain. SHP 23 
The opioid is made available through form II (name patient). SHP 24 

Steps to 
Objective 3 

1 The trainings and workshop should also include mental health workers especially 
counselors, psychologist, etc.SHP 9 
Peer coaching could be a form of palliative care education. SHP 10 
Can u please add if possible regular refresher training for health workers to upgrade 
knowledge and skills and for sustainability. SHP 19 
Strongly agree with all the points! SHP 16 
Symptom assessment and management… SHP 22 
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Palliative care education should also be provided in hospitals as part of continuous 
professional development programs in addition to curriculum integration in the 
academic programs. SHP 23 
Please kindly include spiritual individuals as well, they would love to be part of the 
workshops and trainings. SHP 32 

2 Make sure that group other than health workers do not misuses the opportunity to 
make money. SHP 25 
I would suggest, perhaps you have already done it, but look into the multi levels of 
palliative care, some caregivers at home could learn basic physiotherapy exercises, 
etc when the palliative care level is outlined and some simple ones can be done at 
home or by community volunteers, this will greatly reduce the burden of medical 
team. SHP 32 
I suggest to have a separate training on palliative care in the country for those we 
are passionate in providing care rather than integrating in the existing curriculum. 
We need the people who can feel the care needed for patients needing palliative 
care. We can integrate basic concept in the existing curriculum. SHP 30 

Steps to 
Objective 4 

1 BHU Gr. I has been renamed as 10 bedded hospital and BHU Gr II as primary health 
centers. SHP 5 
Separate unit should be available at District hospitals as well. Allocation of separate 
unit with a nursing in- charge will ensure its implementation. SHP 10 
Madam if u could add Separate palliative care unit at PHC level as many terminal 
cases and old ages resides at community where PHC need to follow up. SHP 19 
Under st3-palliative care at home, you may specifically mention about routine home 
visits by health workers to provide palliative care at door steps. Through the PEN 
HEARTs protocol, this is already initiated for few PEN HEARTs implementing districts 
in the western region. SHP 16 
Adequate and dedicated HR may be required for it. 2. There should a check and 
balance where by patients are not dumped in hospitals and health centres just 
because there are available beds. SHP 25 
It would be difficult to integrate palliative care service in all the public health centres 
as they are burdened with workload, it may make sense to promote private 
palliative care providers with proper supervision. SHP 26 
How do we enhance the palliative care at community and patient's home? Since all 
the health staff are civil servant and they may not always agree to do it on voluntary 
basis or with little incentives.  SHP 20 
In greeting with undergraduate program would be basic, unless come up with 
palliative course independently. SHP 30 
We should use existing communication channels. Everyone uses WeChat and 
therefore the facilities could be provided through this means. The monastic body 
were interested to make a palliative care centre, an actual physical site that would 
not burden JDWNRH. Perhaps this is also something to push and explore? SHP 32 

2 As mentioned before, please look at existing networks i.e. the gup system, education 
system etc have very good networking, even tshogpas in some communities. The 
monastic community could provide space for the palliative care in case 
infrastructure is lacking. a team of Dessups could be trained for call(phone) activities, 
etc. SHP 32 

Steps to 
Objective 5 

1 Other supports like food, shelter, financial is beyond the scope of health. SHP 8 
There must be a different palliative care program under MoH with adequate funding 
for sustainability of this program. This is just my opinion la. SHP 19 
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Under st 4, although I agree with the point, but my concern is about the term 
evidenced based used here.  The traditional healing practices are not based on 
scientific evidences in most cases. SHP 16 
Why only facilitate 'evidence based traditional healing practices'. It should be the 
choice of the patient, even if there are no evidences for some healing practices. SHP 
26 
Providing financial support to be done under scrutiny and when required. SHP 25 
Palliative care team should include patient and family members. SHP 23 
Patient monopoly should be respected and they even have the right to choose and 
terminate any treatment at any point of care. SHP 20 

2 This is an extremely sensitive area to work with and really is case by case right? We 
may need legal advisors in this step of the way. SHP 32 

Final 
comments  

1 Every aspect of palliative care is covered. SHP 4 
In Bhutan, huge burden falls upon the family members or the care givers of the dying 
person which is why i feel that support for them should be one of the priorities of 
palliative care as they are usually discharged home after explaining the prognosis by 
the health workers. Moreover, not forgetting how strongly Bhutanese believe in 
religion and culture especially at such crucial stage of one's life, I feel, the 
interventions must be culturally appropriate.SHP 3 
As a culture and orthodox driven population in the communities we need more of 
such awareness of care to the society, to those who are destitute due to chronic life 
threatening illness. Also discrimination need to be looked into some culture. SHP 7 
Local leaders at the community levels should be made accountable to ensure the 
implementation of the palliative care services at the community along with the 
respective DHOs. SHP 14 
We can have caregivers as a profession in our country. SHP 10 
The palliative care could be institutionalized at national and regional hospitals first 
and move down to districts and BHUs. SHP 14 
Every physician and every health workers should know what palliative care is, places 
where such services are available and when to refer the patients and families for 
availing palliative care services. Every Bhutanese must be aware of palliative care 
facilities and services so that they benefit the maximum and their living with 
illnesses becomes dignified and they die a dignified death. Let’s hope for the best. 
SHP 18  
Great work Tara and the team. Very timely and relevant study. Keep it up! 
Wonderful and impactful study. This framework will have impact in guiding and 
transforming policies related to PC for sure. Tashi Delek!  SHP 16 
Good luck. SHP 25 
It will crucial to make the private enterprises share the palliative care burden with 
the public since many people can afford to pay for the services. Keeping it to free 
public services makes people take services for granted, the quality is often poor as 
there is not comparison and workload is heavy. SHP 26  
Current palliative care service in Bhutan is limited to pain medication. Important 
team members such as physiotherapists are not included in any form of palliative 
care services or programs. SHP 23 
It's very much appreciated that the survey questionnaires have been developed 
encompassing everything, and comprehensive. SHP 6 
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Stakeholder Participant; HMK5: His Majesty 5th King; SOP: Standard operating procedures; PHC: primary health centre; BHU: 
basic health unit 

 

Madam your survey questionnaires were excellent and it will bring a huge changes in 
the health care system of Bhutan if policy makers takes this seriously and implement 
them. SHP 19 
Indeed, your work will be an eye opener to the policy makers. SHP 22 

2 Palliative care is a new concept in Bhutan. The quality of care can be enhanced 
through provision of palliative care employing life-course approach. An assessment 
may be carried out to identify the needs of palliative care in Bhutan. Based on the 
findings, several recommendations can be drawn following which strategy and 
action plan can be developed to address issues surrounding palliative care needs. 
Additionally, comprehensive care should incorporate palliative care, currently that it 
does not include or recognize as a part of it. SHP 31 
I hope we could garner enough political support and external donor support to fulfil 
the aims and objectives of this Framework for palliative care. Without political will 
and solid commitment from highest level of decision making body only little could be 
achieved. SHP 5 
Hope we can start soon. SHP 27 
Make the palliative care services benefit the needy clients and not just the privileged 
ones. For that the centres should be located strategically to reach everyone. Make 
the palliative care services reach the unreached population. 
A very comprehensive and ideal framework for palliative care in Bhutan. May it 
come into reality soon. SHP 34 
If we can implement this model in Bhutan, it will be immensely benefiting our 
people. However, being developing country there will be financial resources issues 
and we really need immobilize funds. SHP 21 
The framework is quite comprehensive. SHP 23 
The framework covers every aspect. SHP 4 
Inclusive of all the questionnaires, the following points can be addressed for 
sustainable data generation and recording.1. All palliative care seeking clients is 
reported to the palliative department about their medical condition and uniform 
reporting system is made on monthly/quarterly basis. 2. Training on basics of 
palliative care is made available all sets of health care workers. SHP 7 
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