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SAMMANFATTNING 

Introduktion: Uganda ses som ett föregångsland i Afrika gällande palliativ vård, men ändå är 

det långt ifrån alla döende patienter som får tillgång till denna specialiserade vård. Många av 

dem avlider på icke-palliativa sjukhusavdelningar, omhändertagna av sjuksköterskor som 

saknar specialisering inom palliativ vård. Inga studier har gjorts i Uganda där dessa 

sjuksköterskors upplevelser och erfarenheter av att ge palliativ vård har undersökts. 

Syfte: Att beskriva erfarenheter och uppfattningar av att utföra palliativ vård hos 

allmänutbildade sjuksköterskor på en icke-palliativ medicinavdelning vid Mulago Hospital i 

Kampala, Uganda. 

Metod: Genom kvalitativ metod utfördes semi-strukturerade intervjuer med sju 

allmänutbildade sjuksköterskor på en medicinavdelning vid Mulago Hospital i Kampala, 

Uganda. Deltagarna valdes ut via ett bekvämlighetsurval och data analyserades genom 

kvalitativ innehållsanalys. Resultatet diskuterades med utgångspunkt från det teoretiska 

ramverk som valts ut för studien, Lazarus kognitiva motivations- och relationsteori. 

Resultat: I denna studie identifierades fem kategorier; att bedriva palliativ vård utifrån egna 

förutsättningar, att ge symtomlindring, att involvera närstående, att informera och 

kommunicera samt att arbeta i team. Sjuksköterskorna var bekanta med begreppet palliativ 

vård men deras kunskap om begreppet var begränsad, ofta med upplevelsen att det mest 

handlar om fysisk smärtlindring. Sjuksköterskorna visade en vilja att förbättra sitt arbete med 

patienter i livets slutskede, men problem som personalbrist och kunskapsbrist beskrevs som 

hindrande. Att kommunicera med patienterna och deras anhöriga identifierades som den 

största utmaningen för sjuksköterskorna. 

Slutsats: De allmänutbildade sjuksköterskorna upplevde palliativ vård som svårt i många 

avseenden såsom kommunikation, symptomlindring, teamarbete och närståendestöd. 

Sjuksköterskorna beskrev palliativ vård som känslomässigt utmanande och bristen på 

personal, kunskap och resurser upplevdes hindra dem från att göra ett bra jobb. 

Sjuksköterskorna visade en vilja att förbättra sitt palliativa arbete och överlag önskade de mer 

utbildning i ämnet. 
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ABSTRACT 

Introduction: Uganda is seen as a leading country in Africa regarding palliative care, but still 

far from all dying patients receive this specialized care. Many of them decease in non-

palliative hospital wards, taken care of by nurses who do not have specialized education in 

palliative care. No research has been done in Uganda where these nurses’ experiences and 

perceptions of providing palliative care has been examined. 

Purpose: To describe the experiences and perceptions of providing palliative care among 

general nurses in a non-palliative medicine ward at Mulago hospital in Kampala, Uganda. 

Method: A qualitative method was used consisting of semi-structured interviews with seven 

general nurses working in a non-palliative medicine ward at Mulago Hospital in Kampala, 

Uganda. The participants were chosen through convenience sampling, and the data were 

analyzed by a qualitative content analysis. The results were discussed on the basis of the 

theoretical framework chosen for this study, the cognitive-motivational-relational theory of 

Lazarus. 

Results: In this study five categories were identified: providing palliative care by own 

preconditions, giving symptom relief, involving the relatives, informing and communicating 

and working in a team. The nurses were familiar with the concept of palliative care but their 

knowledge about it was limited, often perceiving it as mostly being about physical pain relief. 

The nurses showed a willingness to improve their work with end-of-life care, but problems 

like staff shortage and lack of knowledge were described as hindering. To communicate with 

the patients and their relatives was identified as the biggest challenge among the nurses. 

Conclusion:  The nurses experienced providing palliative care as difficult in many aspects 

such as communicating, symptom relief, teamwork and supporting relatives. They described 

the providing of palliative care as being emotionally challenging. Staff shortage and lack of 

knowledge and resources were perceived as hinders, preventing them from doing a good job. 

Overall the nurses wished more education in the subject, showing a willingness to improve 

their work with palliative patients. 
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1. INTRODUCTION 

 

1.1 Palliative care 

According to the World Health Organization (WHO) palliative care is an approach to end-of-

life care which goal is to improve the quality of life among patients who are suffering from 

life-threatening illness. It includes medical treatment such as pain and symptom relief as well 

as giving the patients’ psychosocial support until they pass away. Another aspect of palliative 

care is the support of the patients’ family members, helping them cope with their 

bereavement, both during the illness and afterwards when the patient has passed away (WHO, 

2014).  

According to Strang and Beck-Friis (2012), there are four dimensions of the palliative 

approach stated by WHO. These are the physical, psychological, social and existential 

aspects. They are all fundamental when describing the key terms of which palliative care 

consists: Sufficient symptom relief. Not only relieving the physical symptoms such as pain, 

but also relieving and helping to soothe the psychological and existential symptoms. It is 

essential for the health care staff to accept the dying process as a natural part of life. That 

means neither trying to hurry nor postpone death. The patient should be supported to live an 

active life, not only physically. Family support. To see the patient and his or her family and 

friends as a unit is important. To keep family members and friends informed and support them 

when needed helps both them and the patient to cope with the situation. Teamwork. Working 

as a team among doctors, nurses, paramedics and other professions gives the best conditions 

to meet the needs and wishes of the patient and his or her family. Palliative care should be 

given by a team consisting of different professions so that their competences can complete 

each other, and together give the best care possible. Communication and relations. It is 

essential to have a good, honest and constant communication within the team of professionals 

as well as with the patient and his or her family members. The communication can be both 

verbal and nonverbal, and both aspects are important when good relationships are to be 

developed. 
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1.2 Palliative care globally 

The great number of people in Africa suffering from cancer, HIV and other life threatening 

illnesses makes the availability of good end-of-life care essential. The African Palliative Care 

Association (APCA) states that a palliative approach should be used in the caring of every 

patient as soon as they are diagnosed with a life threatening disease. The most essential part of 

this process is the end-of-life period which can last for days, weeks or even months. Today 

the concept of palliative care is still relatively unknown in Africa (Downing, Atieno, Debere, 

Mwangi-Powell & Kiyange, 2010), and it is not an area of main concern in these countries. 

WHO has stated that it should be given a higher priority. Only 20 % of all hospices in the 

world are situated in developing countries (Schaepe, Campbell, & Bolmsjö, 2011).  

Palliative care first arrived in Africa during the 1970s, first reaching Zimbabwe and South 

Africa. It took some years for the idea to spread, but the next country to get involved was 

Uganda, in 1993. The situation for palliative care is now beginning to improve and today 

there are models being developed in Uganda, South Africa, Kenya and Zimbabwe, all aiming 

to create sustainable palliative care services and hospices. WHO and APCA are both involved 

with projects in several African countries. In 2006, there were 136 palliative care 

organizations identified in 15 of the African countries (Clark, Wright, Hunt, & Lynch, 2006). 

The palliative care available in Africa is mostly community based and often run by non-

governmental organizations. It seldom covers more than smaller parts of the countries. In 

hospitals, palliative care is not common and there are not many reports regarding the need of 

palliative care for inpatients in sub-Saharan Africa (Lewington, Namukwaya, Limoges, Leng, 

& Harding, 2012). Existing research in South Africa shows that 16,6 % of the patients at 

general medical and surgical hospital wards are in need of palliative care. Better availability 

to expert palliative care teams is recommended, especially in general medical wards where the 

need is high (Van Niekerk & Raubenheimer, 2014). 

The need for palliative care in public hospitals is well documented in Europe compared to the 

African countries (Van Niekerk & Raubenheimer, 2014). According to Witkamp, van Zuylen, 

Borsboom, van der Rijt and van der Heide (2014), studies in Europe have shown that a 

palliative approach is needed among hospital staff to ensure good end-of-life care. These 

authors conclude that this is a complex and demanding type of care where the medical and the 

nursing staff play an important role. They examined the experiences of relatives of dying 

javascript:void(0);
javascript:void(0);
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patients in the Netherlands, finding that adequate medicine, support and personalized care 

were seen as important aspects of the care. The most difficult part described by the relatives 

was that they did not always feel informed and prepared of what was happening (Witkamp et 

al., 2014). 

In Africa, one of the challenges of today is to develop the small-scale services and integrate 

them into the public health care systems, both regarding institutionalized health care and 

community support. Some of the main issues are the lack of opioids and staff, and it is also 

important to involve cultural, spiritual and socioeconomic support. It needs to be done from 

the context of an African setting. The way to look at death and dying is generally different 

there compared to Western culture, and can even differ among the African countries and 

regions. This needs to be considered when Western countries are involved in developing 

palliative care systems in African cultural settings (Clark et al., 2006). 

 

1.3 Palliative care in Uganda 

Uganda is described as ground-breaking among the African countries when it comes to 

developing palliative care. Non-governmental organizations have together with support from 

the government and WHO made this happened by training health professionals and improving 

availability of resources and morphine. The hospices and other palliative care services are 

considered as integrated into public health care in some districts, and the goal is to expand 

them to the whole country. The government has stated that free morphine is supposed to be 

available for cancer and HIV/AIDS patients and in 2004 specially educated nurses in 

palliative care were authorized to prescribe it (Clark et al., 2006). Uganda is the first and only 

country in Africa to mention palliative care as a priority in its National Health Plan, focusing 

on AIDS and cancer patients (Schaepe et al., 2011).  

Palliative care was first introduced to Ugandan health care in 1993 by Hospice Africa Uganda 

(HAU), a British non-governmental founded organization. In 1998 Mobile Hospice Mbarara 

and Little Hospice Hoima were established, the same year as the founding of the Palliative 

Care Association of Uganda. In 2006, eight organizations were found controlling 155 

different hospices and palliative services. Six of these were hospitals doing inpatient care 

(Clark et al., 2006). Today HAU runs three hospices in the country and health professionals 

javascript:void(0);
javascript:void(0);
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have been trained in almost 70 districts in Uganda by the Institute of Hospice and Palliative 

Care in Africa (IHPCA) (Hospice Africa Uganda, 2013). There is also a palliative care team 

operational at Mulago Hospital, the biggest teaching hospital in Uganda situated in the capital 

Kampala. The team consists of two medical doctors and four specialist nurses. They are 

responsible of a smaller palliative care ward where there is space for a minor number of 

inpatients, and they also work as experts who can be consulted when needed in the rest of the 

hospital wards. This makes Mulago Hospital better resourced regarding palliative care, 

compared to other hospitals in Uganda (Lewington, Namukwaya, Limoges, Leng, & Harding 

(2012). Studies show that dying patients in and around Kampala value relief of pain and other 

symptoms as well as the feeling of independence and not being discriminated. They also wish 

to spend their last time in life at home (Kikule, 2003; Grant et al, 2011).  

According to Lewington et al. (2012) most of the studies that have been made on the subject 

earlier have been investigating the experiences of patients who are receiving specialized 

palliative care. There are results showing that the existing palliative care programs in Uganda 

are successful. For example, Grant et al. (2011) studied a mobile palliative home care 

program in Masaka, a Ugandan city that has been highly affected by HIV. The project was 

done by a well-established network and both the patients and the specialized palliative care 

nurses were pleased with the palliative care program. The patients felt they were seen as 

individuals, but this was described as mainly by the volunteers and not by the nursing staff. 

There is a struggle to implant the idea of palliative care in the communities and get rid of 

stigmatization, but both patients and staff mentioned the changing of attitude about the dying 

process because of the presence of the palliative care team. There is a need to integrate it into 

the public health care system, and make it prioritized by the government. Long-term chronic 

care in Uganda is considered being at an acceptable level when it comes to patients diagnosed 

with HIV, but is lacking regarding other diseases. 

The need for palliative care in large hospitals has been studied before in Europe, but the need 

in Africa is still unknown. This according to Lewington et al. (2012), who made a study at 

Mulago Hospital in Kampala, Uganda, where 122 patients (46 %) at medical and surgical 

wards were recognized as suffering from life-limiting diseases. The patients in this study were 

taken care of by friends or relatives who brought food, washed sheets, clothes and provided 

the patient with the medications needed. Most of them were low income farmers. Many of the 

patients in this study reported problems regarding their social life, work related issues and 
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difficulties affording medicine. Some of them did not have access to enough food, wished to 

get more faith based support and someone to talk to about their feelings and to help them plan 

the future. 47 % of the patients reported suffering from pain but only three of these were 

receiving morphine. The authors identified a major need for palliative care among these 

patients. Only three of them, 4 %, had been presented to the palliative care team. It is a small 

team and therefore they are not able to see all the patients who need it, they can only take care 

of the really complex cases. The authors conclude that more education in basic palliative care 

among the rest of the medical and nursing staff is needed, to be able to meet the needs of all 

the patients at a generalist level. The authors highlight the importance of evaluating these 

needs, as to where the resources are lacking and they emphasize prioritizing these needs as 

crucial. According to a report from December 2013 still not even 10 % of those patients who 

need specialized palliative care receive it (Hospice Africa Uganda, 2013).  

 

1.4 The nurse’s role   

The nurse is a key person in the providing of palliative care. Regardless of setting and at what 

frequency, the nurse will meet terminally ill patients. Specific knowledge of how to provide 

palliative care is essential for the nurse to be able to meet the needs of these patients and their 

relatives (Strang & Beck-Friis, 2012). The nurse works both coordinating and 

communicating. They are required to form a relationship where both the patient and the 

relatives trust them. The professional nurse will aim to balance the relationship to their patient 

so that it is neither too shallow, nor too emotional.  A big part of the nurse’s job is in 

supporting both the patient and its relatives, but also their own colleagues when being 

personally affected by the work. One of the most important parts of this support is the matter 

of just being there for someone. A lot of patients appreciate the silent communication of just 

sitting down together for a moment (Strang & Beck-Friis, 2012).  

The ethical code of nursing states that the responsibilities of a nurse include providing care 

and preserving health, as well as preventing illness and suffering. The values being connected 

with nurses are trustworthiness, respectfulness and responsiveness, and the patients must be 

shown integrity and compassion (ICN, 2012).  
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1.5 Specialized palliative care nurses’ experiences and perceptions of providing 

palliative care  

According to Grant et al. (2011), specialized palliative care nurses are pleased with the 

palliative care programs. They describe their work as being stressful and hard, but at the same 

time rewarding when feeling they can make a difference. The ability to prescribe morphine is 

seen as a way to let the patients die with dignity (Grant et al., 2011). Palliative care nurses 

express a holistic view of their work, with the physical and psychosocial, as well as the 

spiritual aspects well included. They describe including both the patient and his or her family 

in the care, feeling that it is their responsibility to keep them informed about what is going on 

(Schaepe et al., 2011). 

The nurses describe the psychosocial part of the care as complicated, meaning that the 

patients often have a lot of problems going on in their lives apart from their diseases, for 

example economic issues or stigma. Situations can occur when the nurses feel helpless 

because the drugs are out of stock, or when patients have to pay for their medicine by 

themselves but cannot afford it. Ugandan nurses also describe the spiritual care giving role as 

difficult, since they are not educated in spiritual counseling but still feel responsible to give 

support in these matters. Another problem described by nurses working with palliative care is 

that the patients are not always told that they are terminally ill until very late in the disease 

process. This means that the patients are transported to the palliative care at a late stage, 

which makes the ability to improve their life quality more difficult (Schaepe et al., 2011).  

 

1.6 Non-specialized nurses’ experiences and perceptions of providing palliative care 

According to Schaepe et al. (2011), the specialized palliative care nurses most likely have 

different views of end-of-life care compared to general nurses working in non-palliative 

hospital wards. Despite this the views of these general nurses in Uganda, who provide end-of-

life care without having specialized education in the subject, seem to be missing. Not even in 

Western countries, much research has been done regarding palliative care given outside 

hospices and other specialized palliative care settings (Wallerstedt & Andershed, 2007). 
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The existing reports show that the views of general nurses working in non-specific palliative 

care settings in Western countries are consistent with the concept of palliative care. Nurses 

describe a strong willingness to give good end-of-life they wish to make the experience of 

death as good as possible for the patient and the relatives (Gagnon & Duggleby, 2014). 

Nurses seem to be familiar with the concept of palliative care and they describe the 

importance of knowledge, individualized care, flexibility and openness to using nontraditional 

work methods. The nurses felt confident in their work and they enjoyed caring for dying 

patients since it felt important and satisfying (Wallerstedt & Andershed, 2007). A studie by 

Hopkinson, Hallett & Luker (2005) further show that even newly qualified nurses with less 

than 3 years working experience have a palliative approach to their work. They described 

perceiving end-of-life care as caring for not just the patients but also the relatives and 

colleagues.  

According to Wallerstedt & Andershed (2007), nurses felt unsatisfied with their work when 

cooperation among colleagues was insufficient or when they experienced not getting enough 

support from their managers. They also found it demanding when lack of time and resources 

prevented them from doing their best for the patient and the relatives. In periods of stress, the 

nurses described that a dying patient could feel like a burden. They found it difficult to 

alternate between caring for palliative patients and patients in curative phases (Wallerstedt & 

Andershed, 2007). Also, the environment on regular hospital wards do not always support 

good end-of-life care, which makes it difficult for the nurses to fully use their capacity and 

therefor creates a task-oriented care setting. Nurses also describe the emotional part of the 

work as difficult, especially to balance the level of attachment and to handle when 

communicating with the patient and the relatives do not work out well (Gagnon & Duggleby, 

2014). 

Shorter clinical experiences seem to be the biggest individual reasons for stress. Nurses wish 

for better support with focus on management, organization and handling emotions (Gagnon & 

Duggleby, 2014). It is also shown that they value practical learning more than education, and 

that it is their experiences and observations of other nurses that mainly give them confidence 

in their work (Hopkinson et al., 2005). According to Hansen, Goodell, DeHaven and Smith 

(2009), nurses’ knowledge and ability to provide end-of-life care can improve when the 

managers invest in palliative care on the ward, for example by developing specific support 

programs, creating better access to palliative care teams and giving the staff education on the 
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subject. The authors of this study conclude that this kind of improvement work is necessary 

and needs to be done continuously. 

 

1.7 Theoretical framework 

The cognitive-motivational-relational theory of Lazarus, as described by Harris Kalfoss 

(2011) has been chosen as the theoretical framework of this study. It is considered appropriate 

for the reason that it is explained as a tool which helps to understand how situations can be 

understood, judged and handled by nurses in demanding situations such as caring for dying 

and terminally ill patients. 

The concept of this theory is that in what way a person, in this case a nurse, perceives a 

situation is depending on his or her personality, background experiences, knowledge and in 

what context the specific situation is presented in. This affects how the nurse understands, 

feels and acts on the situation. Stress develops if the nurse judges the situation as a strenuous 

event where strains emerge on the existing resources or the well-being is threatened in any 

other way. This means the same incident can be experienced as for example either anxiety 

creating or rewarding depending on who is judging it and in what context it occurs. This 

explains why nurses can perceive and experience end-of-life care very differently even if they 

are taking care of the same patient, since they all have different personalities, background 

experiences and knowledge. The nurses also deal with their stress in different ways by putting 

up with coping strategies, for example adapting their feelings and actions to try to tolerate or 

reduce negative feelings. The goal is to find a meaning in these difficult events and keep the 

self-image, integrity and control of the situation. 

 

1.8 Statement of the problem 

According to Grant et al. (2011), both patients and specialized palliative nurses seem to be 

happy about the existing palliative care in Uganda. Still, far from every patient who needs this 

specialized palliative care gets the access to it (Hospice Africa Uganda, 2013). Studies from 

Western countries (Wallerstedt & Andershed, 2007; Hopkinson et al., 2005) show that general 

nurses do have a palliative approach to end-of-life care even though they are not formally 
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educated in the subject, and that it is important to evaluate the palliative care given outside 

hospices and other special palliative care settings. 

Lewington et al. (2012) have identified a major need for palliative care among hospital 

inpatients in Kampala, but what appear to be missing are the experiences and perceptions of 

Ugandan general nurses who have no specialized education in palliative care. There is a need 

to investigate their views of the subject to be able to clarify the need of knowledge and 

resources for further improvement of the palliative care at hospitals in Uganda. 

 

1.9 Purpose 

The purpose of this study was to describe how general nurses in a non-palliative hospital 

setting at Mulago Hospital in Kampala, Uganda, experience and perceive the providing of 

palliative care. 

 

2. METHOD 

 

2.1 Design 

A descriptive qualitative study was chosen as design because it is considered being a flexible 

and usable method when investigating experiences, feelings and the structural processes of a 

selected group. A descriptive qualitative study design makes it possible to develop an 

understanding of a certain phenomenon by describing and exploring it, in this case using an 

interview setting. Therefor the qualitative design was considered appropriate because the aim 

of the study was to examine experiences and perceptions of nurses (Polit & Beck, 2009). 

 

2.2 Setting 

The data was collected at Mulago Hospital, which is the national referral and teaching 

hospital of Uganda, located in Kampala. It has a capacity of 1,500 patient beds and a total of 
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800 nurses and midwives employed (Mulago hospital, 2014). The specific study setting was a 

medicine ward consisting of approximately 30 patient beds. This ward was chosen since it 

was considered appropriate when having discussed the aim and inclusion criteria with the 

local supervisor of the study.  

 

2.3 Sample  

The number of participants was seven general nurses. Based on to the matter of saturation as 

described by Polit & Beck (2014), this was considered an appropriate amount. The study 

participants were chosen by using a convenience sample. The inclusion criteria were general 

nurses who do not have specialized education in palliative care, are English-speaking and 

work in a non-palliative ward at Mulago Hospital in Kampala where they regularly care for 

dying and deceased patients. The exclusion criteria were nursing students. 

The nurses who participated in the study were between 25 and 29 years old apart from one 

nurse who was 40. Both male (2) and female (5) nurses were included. They had different 

lengths of nursing experience, varying from two to 17 years. They had all been working in the 

current ward between one month and four years.  

 

2.4 Data collection 

The data was collected using semi-structured interviews. An interview guide (see appendix 1) 

had previously been constructed by the authors to structure the interview process and make 

sure all the nurses got to answer the same questions. These questions were considered to be 

relevant for the aim of the study by encouraging the participants to reflect and express their 

experiences and perceptions of providing palliative care. Before starting the data collection, 

the interview guide was tested by holding an interview with a Ugandan nurse. Thereafter, one 

question which was considered not necessary was excluded from the interview guide. A few 

other questions were also rewritten, for example by changing the word “family” to “relatives”. 

The questions in the interview guide were constructed on the basis of the four key terms of 

palliative care stated by WHO (Strang & Beck-Friis, 2012); symptom relief, family support, 

teamwork and communication and relations. This was considered appropriate according to the 
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aim of the study to make sure all aspects of palliative care were included. There were also 

seven background questions included to gather information about the participants’ age, length 

of working experience, perceptions of their own knowledge about palliative care and 

experiences of general routines existing on the ward regarding the subject. 

 

2.5 Procedure 

Contact was taken with the International Coordinator at Mulago Hospital, Kampala, during 

September 2014. A proposal of the study was presented to the Research and Ethics 

Committee at Makerere University, College of Health Sciences. The study proposal was 

approved in October 2014 (see appendix 3). Thereafter, a suitable ward was chosen as study 

setting in consideration with the local supervisor. The study was presented by the authors to 

the head of nursing on the selected ward, who gave the permission to proceed with the 

project.  

With support from the head of nursing, spoken and written information about the study was 

given by the authors to the nursing staff who were on duty during the two days when the data 

collection took place in November 2014. The information contained facts about 

confidentiality, anonymity, that participating was completely voluntary and that they could 

choose to withdraw anytime during the process. They were also encouraged to ask any 

questions they had about the study. The statement of consent (see appendix 2) was signed by 

both participants and authors before starting the interviewing as a confirmation that all 

information had been presented, understood and approved. All of the nurses who were on 

duty during the two day shifts when the data was collected were asked to participate in the 

study. All of them (100 %) agreed to participate and the interviews proceed until no new 

information was added to the data by further interviews and saturation was considered to have 

been reached. No nurse was excluded from the study because of not speaking English or 

having specialized education in palliative care. Approximately five nursing students were 

excluded. The interviews took place in a separate room within the hospital ward whenever the 

nurses felt they had time during their working shift. The length of each interview varied from 

12 to 35 minutes. The interviews were recorded using a smart phone, so that they afterwards 

could be transcribed. This was done by the authors as soon as possible after the interviews 

were finished.  
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2.6 Ethical considerations 

Interviewing nurses about their experiences and perceptions of caring for dying and deceased 

patients can be emotional and sensitive for those involved. The interview could for instance 

cause feelings of insufficiency, sorrow or remorse. To minimize this risk the interview guide 

was shaped in a neutral and nonjudgmental manner, for example by using open and non-

leading questions as well as avoiding words that can be emotionally valued. This risk was also 

eliminated by following the guidelines regarding the concept of informed consent as 

described by CODEX, a website organized by the Swedish Research Council and the Centre 

for research ethics & bioethics at Uppsala University (2013). According to the informed 

consent, the study participants have the right to get all the relevant information about the 

project both written and spoken before they decide if they want to take part in it. The 

participants were informed that it was completely optional to participate, that it was possible 

to discontinue with the project or not answer a specific question at any time during the 

process and that there were no risks identified in participating in the study. The participants 

were also informed that the received data would be treated confidentially and that the 

participants would be presented anonymous in the final thesis. The audio records and 

transcript material was secured with password protection on smart phones and computers, and 

the signed statement of consent forms was kept locked up all the time during the process.  

 

2.7 Data analysis 

The recorded interviews were transcribed by both authors and any uncertainty regarding the 

content were discussed as to rule out misunderstandings of the content, for example when 

having difficulties hearing what the participants said during the interviews. The transcripts 

were assigned numbers from the beginning to unidentify them, as well as separate them from 

each other during the process of analyzing. 

The data was explored by doing content analysis as described by Lundman and Graneheim 

(2008). The transcripts were divided into phrases or sentences that included a specific content 

or message, so called meaning units. Each meaning unit were then condensed, which means 

rewriting it in a shorter version by removing recurrences and other misleading information but 

still maintaining the principal meaning of the phrase. The condensed meaning units were then 
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coded with key words to summarize the message. All the condensed meaning units were 

divided into categories depending on their content, and these were then splitted in different 

sub-categories. A total of five categories and 12 sub-categories were identified (Lundman & 

Graneheim, 2008). In Table 1 an example of the data analyzing process is demonstrated. 

 

Table 1. Example of meaning units, condensed meaning units, codes, sub-categories and categories 

 

Meaning units Condensed 

meaning units 

Code Sub-

category 

Category 

"Yes that is what I told 

you, that we give 

morphine. We normally 

give all the treatment the 

patient is supposed to be 

on. Then on addition to 

that treatment, then we 

add on oral morphine. 

That is the pain killer they 

normally give them. Even 

if somebody is having 

HIV, they are given as a 

pain relief they are given 

morphine." 

We give all the 

treatment the 

patient is supposed 

to be on. On 

addition to that, we 

give oral morphine. 

That is the pain 

killer they are 

normally given, 

even if they have 

HIV. 

 

Giving 

treatment and 

morphine 

Somatic 

aspects of 

symptom 

relief 

Giving 

symptom relief 

“I guess… Anyway I don’t 

guess, but out of 

experience… Um, the 

challenges may also 

depend on the… Like the 

overall relationship you 

as a nurse have had with 

your patient and then the 

relatives.” 

Challenges may 

depend on the 

overall relationship 

you as a nurse have 

had with your 

patient and the 

relatives.  

 

Relationship 

with patients 

and relatives 

 

Building 

relationships 

with patients 

and relatives 

Information and 

communication 
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3. RESULTS 

There were five categories identified during the analyzing process; providing palliative care 

by own preconditions, giving symptom relief, involving the relatives, informing and 

communicating and working in a team. 12 sub-categories were identified. The categories and 

sub-categories are presented in Table 2. 

 

Table 2: Review of the results 

Categories Sub-categories 

Providing palliative care by own 

preconditions 

Education 

Knowledge 

Giving symptom relief Somatic aspects of symptom relief 

Psychological and existential aspects of symptom relief 

Involving the relatives Grieving relatives 

Socio-economic aspects of involving relatives 

Relatives as care givers and social supporters 

Informing and communicating Communicating with the patient 

Communicating with relatives 

Building relationships with patients and relatives 

Working in a team Cooperating with different professions 

Cooperating within the nursing team 
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3.1 Providing palliative care by own preconditions 

The nurses’ descriptions of their own personal preconditions to provide palliative care could 

be seen from two perspectives; how they experienced the education they had got in the 

subject and what perceptions they had of their current knowledge. 

 

3.1.1 Education 

Overall, the nurses experienced their education in end-of life care very differently. Some of 

them had not been learning about it during their nursing education at all, instead they 

described only learning from working experience. Others said they did learn about palliative 

care during nursing school, one of them even responded having one whole semester focusing 

on the subject, including several weeks of clinical practice. Overall, the nurses wished to get 

more education in palliative care. One nurse described the opinion the education could have 

been more about how to approach the family of the patient. Instead, they were mostly learning 

about concrete things, such as doing the last office. 

“Umm yeah, we missed that part what exactly deal with the relatives. [...] 

training us it was about how you do it, how you do that thing. More practical 

information, immediately when the person has passed away, what to do on the 

dead body which was aah [laughing]. It was so scary at the first! We missed 

how to counsel the relatives very well here.” (Nurse 6) 

 

3.1.2 Knowledge 

Most of the nurses mentioned being more or less familiar with the concept of palliative care. 

They all described it in terms of being the care for terminally ill patients, who are 

characterized by suffering from a lot of pain. Pain relief was seen as the most important part 

of palliative care, ideally by using morphine. 

Yes I am familiar. Palliative care is eh eh care for the dying, the terminally ill, or 

those who have like long standing illnesses. So this care starts when it is diagnosed, 
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until the time they are, maybe, they die. Yeah so all that is what I have about palliative 

care. (Nurse 2) 

And in most cases they characterize with a lot of pain. They have a lot of pain. Nearly 

too much pain.” (Nurse 4) 

When asked about routines on the ward, the nurses described knowing what to do by 

mentioning concrete tasks for example informing doctors and relatives or how to take care of 

the dead body. In the context of discussing knowledge about palliative care, several of the 

other nurses expressed uncertainty regarding it. One of them described not being that used to 

the palliative setting, having worked in surgery until one month ago. Most of the nurses 

expressed a wish to obtain more knowledge in end-of-life care. Some of them described 

learning only from working,  

“Because according to me, ever since I began practice I’ve always been kind of 

wondering, once in a while I wonder about how better can I really offer the care... [...] 

And I fear it might not be enough. I really don’t know whether it’s enough or not” 

(Nurse 7) 

 

3.2 Giving symptom relief 

Two perspectives were identified when the nurses reflected about their experiences and 

perceptions of giving symptom relief; the aspect of giving somatic symptom relief and the 

aspect of giving psychological and existential symptom relief. 

 

3.2.1 Somatic aspects of symptom relief 

Almost all of the nurses mentioned pain as one of the most characteristic symptoms the 

terminally ill patients suffer from. They did see pain relief as one of the major tasks for them 

as nurses to do for these patients. The nurses mentioned morphine as the drug they normally 

use to control this symptom. Some of the nurses described using pain assessment scales to 

evaluate the pain, making the doctors being able to prescribe analgesics depending on how 

pain was rated by the patient. 
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“As a nurse we try our very best to see that the patient doesn’t die in a lot of 

pain. (Nurse 4) 

“When a patient has especially pain, which is one of the cardinal features these 

patients present with […]. They usually use a logistic ladder, so depending on 

how pain assessments scale, umm, that has been used and how it was rated so 

the appropriate analgesics is prescribed.” (Nurse 2) 

Two of the nurses mentioned that morphine and other drugs should be more easily accessible, 

meaning that the witnessed signing made the process of pain relief more complicated. The 

overall view was shifting among the nurses regarding the availability of morphine on the 

ward, some of them meaning that it was not always available while others said the opposite. 

Despite this, almost all of the nurses described the resources in the ward as limited in some 

way, most commonly mentioning running out of drugs but also lacking of equipment or staff 

shortage were brought up. 

The nurses described different solutions when running out of recourses. One of them 

mentioned the importance of being able to improvise when trying to solve resource related 

issues. One way to go around the problem was to ask relatives for help with such things as 

getting medicine or other requirements. One nurse described the feeling when the resources 

were lacking like this: 

“Bad. Very bad. Because to attendants it seems like I’m not doing enough. To 

what they expect to get from a hospital or to get from a medical worker. 

Because they normally come for the qualitative care. But if I fail to get what I 

need at a given point, then I feel like I’m losing it out.” (Nurse 5) 

Some of the nurses also mentioned non-pharmacological symptom relief, for example 

reassuring the patient as an aspect of pain relief meaning that stress can cause the patient even 

more pain, encouraging the patient to exercise, controlling vital observations or passing 

nasogastric tubes. 
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3.2.2 Psychological and existential aspects of symptom relief 

Most of the nurses described talking to a dying patient psychologically in some way, 

generally using the word “reassuring” to express this. Other terms mentioned were to allay 

anxiety in the patients, be near them and let them express fears and worries. One nurse 

described these expressions as signs showing that a patient is thinking about death.  

“Psychologically, basically we just […] talk with them. We reassure, tell them 

about their condition. They express their fears and their worries and their 

anxiety to you, and then you come along to talk to them” (Nurse 2) 

Some of the nurses described informing the patient about the condition and prognosis as a 

way to calm him or her. Others mentioned assuring the patient that the staff is doing as much 

as possible to keep him or her alive as a way to ease the patients’ anxiety. More concrete 

examples mentioned of how to reassure the patient psychologically was for example moving 

the patient bed closer to the nursing station or telling the patient there are other people who 

are facing the same situation as them, meaning that it is appreciated by the patients knowing 

they are not the only ones going through this. Even practical tasks were mentioned in the 

context of supporting a dying patient psychologically, for example helping out by signing the 

will. Some of the nurses also described getting help from other professions for example the 

social worker or a psychiatric team. Most of the nurses brought up religion as a way to 

reassure the patients. One of them mentioned doing spiritual therapy with the dying patient, 

but the rest of them were talking about it in terms of religious leaders coming to the ward, 

praying for the patient and doing spiritual counselling. This was seen as an obvious part of 

end-of-life care. 

 

3.3 Involving the relatives 

The nurses’ mentioned involving the relatives of the patients as an important part of the care, 

and three aspects of this perspective was identified. The challenges when handling the 

emotions of grieving relatives was the major one, but also difficulties regarding socio-

economic aspects of poverty and social structures were brought up as well as the relatives 

functioning as care givers and supporters in the daily care of the patients. 
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3.3.1 Grieving relatives 

All of the nurses described involving the relatives in the care of a terminally ill patient as 

important. When describing routines on the ward, they mentioned giving support to the family 

as a major part of their work as nurses. Mostly by informing and comforting them or to 

encourage them to keep on praying. For some of the nurses this was described as a strategy to 

make the patient feel better: 

“I talk to the patients, at times. And especially to the relatives because if the 

relatives are depressed they really depress the patient more, you know? That is 

a lot of pain especially if the patient is a parent... Relatives have a tendency of 

withdrawing, away. So what you do, you have to talk to them more, such that 

they are closer to the patient, such that the patient can rest, in peace, when the 

time comes.” (Nurse 4) 

Many of the nurses described supporting the relatives as personally challenging, especially 

when getting too emotionally attached to the patient and its family. This was mentioned 

making it more difficult to break bad news about the prognosis of the patient or to comfort the 

relatives when the patient had deceased. The nurses also described it challenging when trying 

to handle the relatives’ different reactions. One of the nurses described a sex difference 

referring to males being more prepared and ready to handle a difficult situation. One nurse 

described the relatives’ reactions as being depending on how prepared they are of what is 

going to happen. It was mentioned being a positive experience involving the relatives early in 

the process, making them more calm and appreciative:  

“Actually, if really the relatives are being involved from so early at time, by the 

end of it all when the last hour comes, they will be easy to manage, handle and 

yeah they really reduce your… your work load of this point, helping them to 

understand. They will simply… actually most of the time they are like “you guys, 

well done”. But really, always got at the final, they really understood that it’s 

all. And you as a a a health personnel you also find content and some kind of 

satisfaction, because at the end of the day they are approving of your work and 

your efforts and… Yeah.” (Nurse 7) 
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3.3.2 Socio-economic aspects of involving relatives 

The nurses did not only describe challenges regarding relatives’ emotional responses, but also 

problematic situations did occur connected to poverty and social issues. The nurses mentioned 

the economic situation of the family playing a big part, telling about relatives coming to the 

ward and stealing the sheets of the patient. It was even described how some relatives can wish 

the patient do die, in order to take his or her property.  

“So sometimes, these big big families actually, there are people who really, who 

do things so that this person dies. [...] because they want this patient to die and 

after dying maybe they can share the property. [...] Yeah, so these relatives 

sometimes come with different perceptions which we may not know.” (Nurse 2) 

Another challenge regarding the social situation was for example if the patient does not want 

the rest of the family to know about his or her diagnose. A few nurses mentioned the 

importance of involving relatives in the care and always keep them updated about what is 

going on. Otherwise they might blame the nursing staff as being responsible of the patient’s 

death, sometimes even suing them or becoming violent.  

 

3.3.3 Relatives as care givers and social supporters 

The relatives often function as attendants in the chosen hospital, meaning that they are the 

ones taking care of the patient’s basic needs. This is mostly described as a positive thing by 

the nurses. It takes part of the workload off their hands when the relatives feed and wash the 

patient or calms him or her when worried. 

“it’s very needful, because the patient feels he’s being cared for. […] they give 

the psychological care [...] and also give them the food. If it’s food, [...] if it’s to 

wash the patient, to bathe the patient. Still also the mouth care [...] if they are 

around with the patient all that can be done very well and optimally.” (Nurse 1) 

According to the nurses, the relatives are also functioning as social supporters. They do all the 

family arrangements for example caring for the children of the patient or paying for medicine. 

The relatives also play a big part when sending the patients home. They have to be taught how 
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to care for the patient by the hospital staff, so that they can do it themselves at home. The 

nurses also mentioned experiencing economic aspects of relatives wanting to care for the 

patient at home, since transporting the patient from the hospital while he or she is still alive is 

much cheaper than transporting the dead body. Some of the nurses perceived it being very 

challenging when patients are lonely and don’t have any relatives to care for them, neither at 

the hospital nor in their homes. In those cases, sometimes the patients have to hire someone to 

take care of them. 

 

3.4 Informing and communicating 

The nurses perceived informing and communicating about the awaiting death as something 

difficult, both with the patient and with the relatives. These two sub-categories were 

identified in the subject, as well as a third one being about the overall relationships between 

nurses, patients and relatives being built during the care.  

 

3.4.1 Communicating with the patient 

Most of the nurses described it being very difficult to communicate with the patients about the 

awaiting death. They found it hard to break the news to a patient that he or she is going to die, 

and some of the nurses even described it as unethical to do so. Instead of telling the patients 

that they are dying, many of the nurses preferred to keep giving them hope. They described 

reassuring the patients by saying they do everything they can to make them survive and 

encourage them to keep praying.  

 “What we usually do is we tell the patient that we are going to try our best. We 

can’t inform the patient that “you are going to die”… No. But we always eeh 

assure her or him that we are trying our best to save your life.” (Nurse 4) 

Some of the nurses experienced that the patients always understand that they are dying, even 

without anyone telling them this. It was also expressed by some nurses that they never talk to 

the patient about the awaiting death before they are completely sure the patient is aware that 

he or she is dying. The perception of one nurse was that the patients do need to talk about 
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death, but mostly they express this feeling in actions instead, for example by calling for help, 

refuse to eat or to take drugs. Some nurses described there is no point in trying to 

communicate with the patients since they are very weak, meaning that they are reserved or 

irritable most of the time and not interested in talking. Several nurses mentioned it is 

supposed to be the doctors informing the patients, but they perceived that in the end they are 

often the ones having to do it. A few of the nurses mentioned benefits with telling the patient 

about the fact that they are dying, such as making the patient more calm, understanding and 

appreciative. 

“But we inform them about their condition so they come to appreciate that their 

disease is incurable and they know that even if we are doing whatever we are 

doing, they will die at any one time. Yeah, but, that one actually helps them to be 

composed…  And like to to to appreciate the care we are giving them. [...] And 

when the patient identifies that this disease is incurable, that one a little bit 

helps [...] to appreciate that situation.” (Nurse 2) 

 

3.4.2 Communicating with relatives 

To communicate with the relatives about the awaiting death was experienced as an easier task 

compared to talking to the patient about it. One nurse described not informing the relatives in 

front of the patient, but doing it separately to be able to be more direct. There were several 

positive outcomes mentioned from being honest with the relatives. It makes the relatives’ care 

and support for the patient increase, they become calmer and more prepared when their 

beloved one finally dies and the risk of accusing the staff for not being able to save the 

person’s life decreases. Some of the nurses also mentioned informing the relatives as being 

positive because then the relatives can pass on the information to the patient. 

“Through the relatives, we inform the patients. Yeah, so ideally we have to 

inform them about the prognosis and care. It’s through them that the patients 

are being informed. Because they might listen more from the relatives than us. 

As we also try to speak to them. Yeah.” (Nurse 1) 
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Even if the nurses in many ways perceived informing the relatives as positive, they also 

experienced it as being difficult. One nurse mentioned experiencing that nursing staff not 

rarely lie to the relatives about the patient’s condition. Overall, to inform the relatives in a 

way that still give a sense of hope, often referring to God and encourage to keep on praying 

for the patient to get better, did not seem like an unusual way of dealing with the situation 

among the nurses.  

“You bring them into it tactfully. [...] Like you tell them ‘you must have faith 

and then… Really the patient is not doing well but God you know... God cares, 

you must pray. You must pray for them, you must pray ask God to use the 

medical team too’ you know.” (Nurse 7) 

 

3.4.3 Building relationships with patients and relatives 

The nurses described their relationships to the patient and its relatives as varying, often 

depending on how emotionally attached they got to each other. Some nurses experienced it 

being very challenging when building too deep relationships to the patient and its family, 

since this made it much more difficult to give them bad news or see them grieving. Instead, 

they perceived not being that attached to the patient and its relatives as easier because keeping 

an emotional distance made the situation easier. 

“They [...] begin to make you feel you are part of their family […]. And you also 

can really choose to take them into your heart and with those people, with those 

sort of patients, if they pass on, always it’s very challenging […] To this other 

group that you may not have been so gotten attached to… It is much, it is always 

much easier. [...] your emotions will be really hurt but these people will at least 

cry a bit far away from you... Not so into you” (Nurse 7) 

When discussing the experiences of developing relationships with patients and relatives, some 

nurses mentioned perceiving language barriers as a big hinder for them. Since many patients 

come from small villages sited on the countryside of Uganda, they and their relatives only 

speak local languages that the nurses in Kampala do not understand. This was seen as 

problematic especially from the perspective of building a relationship. 
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3.5 Working in a team 

The nurses experienced being part of a team when working with dying patients, and two sub-

categories were identified in the subject. The nurses perceived cooperating with different 

professions as an important part of their work, describing different roles of different 

professions and how to cooperate with them. They also high lightened the cooperation within 

the nursing team.  

 

3.5.1 Cooperating with different professions 

Most of the nurses described working in a team where different professions play an important 

role in caring for the patient. They perceived the ideal is to combine knowledge and make 

decisions together, and the importance of reporting adequately in the team was mentioned by 

some of the nurses. Different professions were mentioned, such as surgeons, intern doctors, 

physiotherapists and nutritionists. One of the nurses also described relatives as part of the 

team, referring to the fact that they are the ones who know the details of the patient best. The 

most important profession in a palliative context seemed to be the social worker. All of the 

nurses mentioned this person being called in when a patient seem stressed, to talk to him or 

her, give counseling and also helping out with practical issues like preparing tea and doing 

dishes.  

“if like we have a patient who look so stressful […]. We have to make sure that 

we call on the social worker, to come in and help us with that aspect of like 

counselling. […] Make sure like the nutritionist is also, we call them on if like 

there is problem with like nutrition with a certain patient. Ideally we don’t work 

alone, but we call on other disciplines also.” (Nurse 1) 

Many of the nurses mentioned cooperating with the palliative care team. They are nurses and 

doctors who are called in as consultants when having patients on the ward who need 

specialized palliative care. This team was described as taking care of both spiritual, 

psychological and somatic aspects, bringing drugs and giving recommendations to the ward 

staff. One of the nurses also mentioned them having contact with the mobile hospice team.  
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“The palliative care […] edit an assessment form […] which assesses so many 

aspects; spiritual care, psychological and they also do the examination. Then 

they bring drugs, […] they recommend certain things like investigations, […] so 

all that is incorporated within the care.” (Nurse 2) 

 

3.5.2 Cooperating within the nursing team 

The overall perception among the nurses was that all nursing staff on duty seemed to be 

equally responsible for informing and caring for the patient and its relatives. Only one of the 

participants did mention that specific nurses can be assigned to the responsibility of providing 

all the nursing care for a certain patient. The nurses described cooperating with each other in 

different ways. One of them mentioned the importance of distributing duties among them to 

make the work effective, and another one described how they support each other when the 

work becomes too emotional or difficult. 

“I talk to my coworkers who can really help me out. Sometimes I don’t do it 

alone. We go like two. So if I’m really failing, someone else can then help me 

out.” (Nurse 5) 

The nurses mentioned collaborating with the doctors and the other nurses as a significant part 

of their work. To be alone on duty as a nurse, when no doctors and sometimes even no other 

nurses are around, was described as difficult. This could create feelings of knowledge and 

capacity not being enough, and even the feeling of losing a life that could have been sustained 

was described. One nurse perceived the teamwork as lacking because of staff shortage.  

“So team work really, it’s still not... It has not really been... all that up to date. 

Because maybe of staff shortage, in the first place as the major, major reason as 

to why. […] It has really left these implications on ground so much, of 

discontent within us nurses.“ (Nurse 7) 
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4. DISCUSSION 

 

4.1 Summary of the results 

The results show that the general nurses participating in this study experience being familiar 

with the concept of palliative care, but their knowledge about it is limited and the resources 

necessary are perceived not always being available. The nurses mentioned involving relatives 

as an important aspect of end-of-life care, but they experienced handling the relatives’ 

emotions as being difficult. To communicate about the awaiting death with the patient and the 

relatives was perceived as challenging. Overall, the nurses did not talk about it with the 

patients, some of them perceiving that it would be unethical to do so. The nurses appeared to 

find it more relevant to keep the attendants informed. In general, there was no specific person 

responsible for informing or caring for the patient, but the nurses described working in teams 

involving different professions when needed. Especially collaborating with the doctors was 

essential when working as a nurse. The teamwork was by some of the participants described 

as deficient in terms of staff shortage. 

 

4.2 Discussion of the results 

The result discussion is presented on the basis of the five categories.  

 

4.2.1 Providing palliative care by own preconditions 

The nurses’ perceptions was that they were familiar with the concept of palliative care, but 

overall they experienced not having enough education in the subject. They recognized pain as 

the biggest problem for terminally ill patients, but did not spontaneously mention the other 

aspects of palliative care as described by WHO (2014), for example improving life quality 

and giving psychosocial support. When talking about palliative care, several of the nurses 

kept referring to saving lives during emergency settings. This gave the impression that they 

did not fully understand the central parts of palliative care, which is about accepting the dying 

process as a natural part of life and neither trying to hurry nor to postpone it (Strang & Beck-
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Friis, 2012). That these general Ugandan nurses did not have a complete picture of what 

palliative care is really about is not surprising, bearing in mind that it is still something 

relatively unknown in the whole African region (Downing et al., 2010). These findings seem 

to be differing from studies in Western countries where general nurses working in non-

palliative care settings showed a deeper understanding for the concept of palliative care 

(Wallerstedt & Andershed, 2007; Hopkinson et al., 2005). 

Several of the Ugandan general nurses perceived their knowledge about end-of-life care as 

results of working experience rather than education. Similar experiences were found among 

general Western nurses who considered practical learning being more valuable than 

education, mentioning that it is their working experiences and observations of other nurses 

that mainly has given them confidence in their work (Hopkinson, et al., 2005). These findings 

might depend on deficient education, both for the Ugandan and the Western nurses. Why the 

Ugandan general nurses described their education in the subject of palliative care so 

differently is unclear, but seeing to the results of this study it can be assumed that the 

education is lacking. This is notable bearing in mind that Uganda is supposed to be ground-

breaking in Africa when it comes to palliative care, giving specialized training to health 

professionals all over the country (Clark et al., 2006). This do not seem to include nurses on a 

general basic level.   

According to the theoretical framework of this study, the cognitive-motivational-relational 

theory of Lazarus (Harris Kalfoss, 2011), the nurses’ perceptions of a situation depends on his 

or her earlier experiences, knowledge and resources. Education can be seen as an important 

aspect of making nurses being able to handle situations without perceiving them as stressful. 

This can be implied at the general Ugandan nurses’ experiences of providing palliative care. 

They described a lot of uncertainty and stress when working with dying patients, and by 

receiving more knowledge about the subject it would make them feel more secure about 

themselves and decrease the feelings of stress. The study by Hansen et al. (2009) showed that 

nurses’ perceptions about their knowledge and ability to provide end-of-life care can be 

improved by investing in for example staff education and increased availability to specialized 

palliative care consults (Hansen et al, 2009). These kinds of investments would be needful to 

increase the general Ugandan nurses’ experiences and perceptions of their preconditions to 

provide palliative care. 
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4.2.2 Giving symptom relief 

According to the definition of palliative care stated by WHO, both medical treatment and 

psychosocial support should be included (WHO, 2014), involving psychological and 

existential aspects into the care (Strang and Beck-Friis, 2012). The nurses in this study 

perceived taking care of all these aspects, mostly by giving medical treatment against pain and 

reassuring the patients by talking to them and letting them express fears and worries. Some of 

the nurses mentioned more concrete examples of symptom relief related tasks, such as using 

pain assessment scales to evaluate pain, informing as a way to ease anxiety, reassuring as an 

aspect of pain relief and involving faith by doing spiritual counselling or letting religious 

leaders come and pray. These examples show that the nurses expressed a similar holistic 

approach to their work as the Ugandan specialized palliative care nurses did in the study by 

Schaepe et al. (2011). Despite this, the palliative approach of these Ugandan general nurses is 

limited. It did not seem obvious for all of them that psychological and existential aspects is a 

given part of their work. For example, some of the nurses described easing the patient’s 

anxiety by reassuring him of her that the staff is doing as much as possible to save the 

person’s life. This is not consistent with palliative symptom relief as described by Strang and 

Beck-Friis (2012), meaning that nurses shall accept the dying process as a natural part of life 

and not try to postpone death.  

The lack of resources, primarily opioids and nursing staff, is substantial in most parts of 

Africa (Clark et al., 2006). According to Lewington et al. (2012), patients with life-limiting 

diseases at Mulago Hospital wished more support regarding faith, worries and pain, which can 

be seen as examples showing that the resources are limited also there. This is confirmed by 

the perceptions of the general Ugandan nurses, who described experiencing challenges such 

as limited drug resources, heavy workloads and staff shortage. They perceived feeling bad 

about this, and similar feelings has been described earlier by Ugandan specialist palliative 

care nurses (Schaepe et al., 2011) as well as by non-specialist Western nurses (Wallerstedt & 

Andershed, 2007). The Ugandan general nurses perceptions were differing regarding if 

morphine was always available on the ward or not, and how this can occur is unclear. Maybe 

the nurses simply have different experiences about the morphine availability, but one other 

possible explanation could be that some of the nurses might not have been completely honest 

during the interviews, due to reasons like pride or pressure from the management.  
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When discussing Ugandan nurses’ experiences and perceptions, it is important to have the 

African cultural differences in remembrance (Clark et al., 2006) to understand that the views 

of symptom relief in Uganda might differ from the views in Western countries. It is also 

important to bear in mind that the psychosocial part of the care that should be included in 

palliative care according to the definition by WHO (2014) is many times more complicated in 

African countries compared to Western settings, since the patients often have crucial social or 

economic problems in their lives apart from their diseases (Schaepe et al., 2011). This might 

complicate the task of caring for these patients from a holistic perspective, especially if 

resources are limited. It is an important part of the work of a nurse to be responsible of 

supporting and being there for the patient, (Strang & Beck-Friis, 2012) preventing him or her 

from suffering (ICN, 2012). The Ugandan general nurses in this study showed a willingness 

to reach these standards, and they perceived feeling bad about themselves when not being able 

to do their best for the patients. This can be understood through the cognitive-motivational-

relational theory of Lazarus (Harris Kalfoss (2011), explaining that the nurses might 

experience their work as stressful and less stimulating if they don’t feel they have the capacity 

to handle the situation and live up to the perceived standards.  

 

4.2.3 Involving the relatives 

According to WHO (2014), family support is an essential part of palliative care. This did not 

seem to be fully established among the Ugandan general nurses, but many of them described 

involving the relatives as an important part of their work. Strang & Beck-Friis (2012) mention 

that seeing the family as a unit helps both the patient and its relatives to cope with the 

situation. The Ugandan general nurses described perceiving this for example by expressing 

that involving relatives can make the patient calmer and prepare him or her for facing the 

“good death”. The Ugandan general nurses in this study experienced informing relatives as an 

important matter, not only because otherwise they feared getting sued but also because they 

perceived keeping the relatives informed made the relatives more supportive and less 

withdrawing. These findings about the importance of informing are consistent with the study 

by Witkamp et al. (2014), where relatives of dying patients described it as being very difficult 

when not getting as much information about the situation as they wished. 
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The fear of getting sued by relatives, relatives fighting over the patients’ belongings or 

patients having to hire someone to care for them were some of the experiences described by 

the Ugandan general nurses. These are situations where the nurses had to handle challenges 

that are not directly related to caring for a dying patient, and they are all examples confirming 

the complex situation of social problems and poverty that is described by Schaepe et al. 

(2011) as being crucial in many African settings. The Ugandan general nurses described not 

knowing how to handle these kinds of problems, something that according to the cognitive-

motivational-relational theory of Lazarus (Harris Kalfoss, 2011) can cause feelings of stress 

and make the working experience more negative. 

 

4.2.4 Informing and communicating 

Overall the Ugandan general nurses expressed not talking to patients about the awaiting death, 

and some of them even described it as being unethical to tell a patient that he or she is dying. 

The nurses often mentioned encouraging patients and relatives to pray, referring to the fact 

that if the patient survives or not is the decision of God. In many ways, they perceived it was 

nothing wrong in keep giving hope that the patient might survive even though all the doctors 

and nurses knew the patient is dying. These results show that the Ugandan general nurses do 

not have a palliative approach to this aspect of end-of-life care. According to Strang & Beck-

Friis (2012) a good, honest and constant communication with the patient and his or her 

relatives is essential and the ethical code for nurses (ICN, 2012) states that trustworthiness is 

an important value connected to nursing. By not telling the patient or the relatives the truth 

about what is going on can be seen as a way of breaking those values. 

Some of the Ugandan general nurses perceived that patients often are not interested in talking. 

Many of the nurses described communicating with the relatives as easier, often letting them 

pass on the information to the patient if needed. Bearing these results in mind, the findings in 

the study by Lewington et al. (2012), where patients at Mulago Hospital expressed being 

worried and felt that they had no one to share their feelings with, are not surprising. These 

findings implies that there is a need to improve the nurses’ communication with the patients at 

Mulago Hospital.  
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Regarding building relationships with patients and relatives, the Ugandan general nurses 

perceived the same challenges as general nurses working in non-specific palliative care 

settings in Western countries (Gagnon & Duggleby, 2014). They all explained feeling that 

communicating with patients and relatives as well as balancing the level of attachment to 

them was emotionally difficult. These experiences can be looked at through the cognitive-

motivational-relational theory of Lazarus (Harris Kalfoss, 2011), showing that lack of 

knowledge about how to communicate and handle relational problems with the patients and 

the relatives creates stress among the nurses, sometimes trying to cope with the situation by 

avoiding communicating or building relationships. 

 

4.2.5 Working in a team 

The general Ugandan nurses described working in teams around the patient, where different 

professions combined their knowledge and made decisions together. According to Strang and 

Beck-Friis (2012), this is supposed to give the best conditions to meet the needs and wishes of 

a palliative patient. From this view, the Ugandan general nurses showed a palliative approach 

to teamwork. The nurses in this study described similar perceptions as the non-specialist 

nurses in Western settings regarding insufficient cooperation among colleagues making them 

feel discontented (Wallerstedt & Andershed, 2007). The Ugandan nurses related this to staff 

shortage, perceiving this as their biggest problem regarding teamwork, making the 

cooperation difficult when not enough doctors and nurses are on duty. 

Even though the nurses described different professions in the team caring different 

responsibilities, it is unclear if they do represent all the aspects of palliative care and at what 

extent these professions actually are called in. For example, the nurses mentioned consulting 

the palliative care team on the hospital whenever it was needed on the ward. They did not 

express it as being something that rarely happened, but according to Lewington et al. (2012) 

only 4 % of the patients in Mulago Hospital who were in need of palliative care had been 

presented to the team.  

Within the nursing team, the Ugandan general nurses described helping each other in difficult 

situations as well as getting support from coworkers when becoming emotional or feeling 

insecure. These aspects of teamwork was also shown among newly qualified general nurses in 
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medical hospital wards in England, who described end-of-life care as not just caring for the 

patient but also for the colleagues (Hopkinson et al., 2005). This correlates with the 

description by Strang & Beck-Friis (2012) that a big part of the work of a palliative nurse is 

supporting colleagues when needed. According to that definition, a palliative nurse also 

function as the coordinator within the team. An earlier study showed that specialist palliative 

care nurses in Uganda felt that they had the role to represent the interests of their patients 

within the team (Schaepe et al., 2011). The Ugandan non-specialist nurses in this study did 

not directly express that. They mentioned the importance of informing doctors or pharmacists, 

but described it in terms of being reports about vital observations rather than the patients’ 

interests. Overall, the nurses mentioned collaborating with the doctors as a significant part of 

their work. Most of them did not identify anyone specific in the team bearing the main 

responsibility for the caring and informing of the patient. 

 

4.3 Discussion of method  

4.3.1 Ethical considerations 

To interview nurses about their experiences and perceptions of providing end-of-life care can 

be considered sensitive, it might for example cause feelings of guilt, remorse or sorrow. This 

aspect was discussed by the authors, and the questions were formulated in an open and non-

judging manner to eliminate the risk of causing negative feelings among the nurses. The 

interview guide was approved by the ethical committee and was therefore considered being 

acceptable. The nurses were well informed that participating in the study was completely 

voluntary, that they could withdraw anytime during the process or choose to not answer any 

question without having to explain the reason. In the end, all questions were answered and the 

nurses did not express any distress.  

The timing of the interviews, which were held during the nurses working shift, can also be 

considered ethically problematic. The authors were keen to make sure it was okay for the 

nurses to do the interviews. It was suggested to the head of nurses that the interviews could be 

held when the nurses ended their shifts, but this was not considered necessary. The head of 

nurses was well informed about the study and helped out to arrange so the nurses could cover 

up for each other out on the ward while doing the interviews. The authors made clear that it 
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was completely okay for the nurses to take a break during the interview if they had to 

continue their work, but so did not happen. 

 

4.3.2 Trustworthiness 

A qualitative study was chosen as the most appropriate method to explore experiences and 

perceptions of the nurses, seeing that it gives the possibility to develop a deeper understanding 

of their situation (Polit & Beck, 2009). Using a quantitative method was therefore not 

considered suitable in relation to the aim of the study. 

To further increase the credibility of the study, the interviews were performed using a semi-

structured interview guide (see appendix 1) to organize the process and make sure all the 

nurses got the same questions, but still keeping the possibility of being flexible by asking 

follow-up questions when needed (Polit & Beck, 2009). The questions were constructed to be 

open and impartial, with the aim to make the nurses express their thoughts and feelings 

without creating the impression that they had anything to proof. The interview guide was 

tested once before starting the study, which made it possible to rewrite the questions 

depending on the result. The nurse was also asked to give feedback on the interview guide.  

Still, when performing the interviews a few difficulties were discovered. Some questions 

seemed to be too long and complicated, and occasionally these questions had to be 

reformulated to be understood. This might have confused the nurses and can therefore have 

affected their answers. Perhaps several more trial interviews would have been optimal to 

create a better guide more suitable in a Ugandan setting.  

The study sample might be considered as small and due to time limits the interviews could 

only be performed during two days. This might decrease the credibility of the study, but 

nevertheless all the available nurses during this time were interviewed and saturation was 

considered to be reached (Polit & Beck, 2009). Given that this is a qualitative study, a small 

sample can also be seen from a positive view since it makes the possibility to make a deeper 

and more detailed analyze of the nurses experiences and perceptions. The participants were in 

similar ages, 25-29 years, apart from one nurse who was older. This nurse had 17 years of 

working experience while the others had two to six years of working experience. All the 

nurses had worked in the specific ward one to four years apart from one of them, who started 
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one month earlier. This might appear as a homogenous group of young and un-experienced 

nurses, but since more or less all the nurses during two day shifts were interviewed, this 

sample is considered to reflect the nursing team working on the ward in total quite well. 

Nevertheless, a more mixed study sample would have been optimal.  

Regarding the transcriptions, the authors divided the interviews and made some of them each. 

When meeting any uncertainty regarding the material they consulted each other to discuss the 

content, as to rule out any misunderstandings. When it wasn’t possible to understand or here 

what was said during the interview, the authors marked it in the transcript. Overall, the results 

are not considered being affected by this. The interviews were held by both the authors in a 

separate room within the ward. This was supposed to be an undisturbed place, but still it 

happened on a few occasions that someone from the staff came in to get something. This 

interrupted the interviews and might have made the nurses unfocused, which can have 

affected the results.  

The authors had done one week of clinical practice on the chosen ward but did not know the 

nurses since before and had during this time not been involved in any kind of palliative care. 

This is not considered having affected the interviews but might have done so when analyzing 

the results, making the authors’ personal experiences of the ward affect the expectations and 

understandings of the material. This also refers to the knowledge the authors had gathered 

when doing pre-research. It is not possible to rule out that the authors’ prior knowledge in the 

subject might have created perceptions and expectations of specific structures and 

phenomenon to look for, affecting the analyzing process. 

Regarding the dependability of the study, there are some factors that might have affected the 

results of the study. Although the nurses spoke good English, sometimes during the 

transcriptions the authors were uncertain if the nurses really managed to say what they wanted 

to express. The authors were also not used to the English accent spoken in Uganda, and 

different local pronunciations or expressions might have been misunderstood by the authors. 

Moreover, it is not possible to guarantee that the nurses answered all the questions completely 

honest during the interviews. The nurse’s experiences were differing from each other in many 

ways, and this could depend on them being more or less honest. There are many reasons why 

this could occur, for example feelings like pride or pressure from the management. When 

doing the interviews, the head of nurses on the ward were helping out to collect nurses who 
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wanted to participate in the study. Although the authors were very keen to inform everyone 

that it was completely voluntary, still it is possible that the nurses felt they had to participate if 

their head of nurses told them they should. This can also be seen from a positive aspect since 

the head of nurses were encouraging them to participate, which might have decreased the 

feelings of stress when not being out on the ward working with the patients. There were no 

signs of stress noticed among the nurses but it is still possible that they would have been more 

relaxed if the interviews would have taken place outside the ward. Overall, the authors got the 

impression that the nurses did not always talk about their true experiences, but rather 

mentioning routines or feelings in a way that they thought was the correct one.  

As this is a qualitative study done in a smaller setting with nurses from only one hospital 

working in the same ward, the results cannot be considered as transferable to other settings in 

or outside of Uganda. The study however contains some results that agree with earlier 

research made on the subject, which increases the trustworthiness of the study. The most 

significant new knowledge added by this study is that many of the nurses avoided 

communicating with the patients and the relatives about the awaiting death, even describing it 

as unethical to tell a patient that he or she is dying.  

 

4.4 Nursing implications 

The Ugandan general nurses in this study did not fully live up to the standards of palliative 

care as described by WHO (2014), and the nurses percieved their abilities to provide palliative 

care as deficient. This study implies the need for further improvement of the preconditions for 

providing palliative care among general nurses in Uganda, particularly regarding the subject 

of psychological symptom relief and communicating with patients and its relatives. According 

to Hansen et al. (2009), nurses’ knowledge and ability to provide end-of-life care can be 

improved in hospital settings by investing in palliative care on the wards. This can be done for 

example by developing specific support programs, creating better access to palliative care 

teams and educating the ward staff. Hansen et al. (2009) also high lightened that if a 

sustainable improvement are to be developed, the support and engagement from hospital and 

ward managers as well as continuing working with these matters on a regular basis, are 

significant.  
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By educating and training the ward nurses about how to provide palliative care, the life 

quality of the dying patients and its relatives would be improved. A more honest 

communication, adequate symptom relief and enhanced awareness about how to attend to 

relatives are all examples of how the nursing care could be improved. This kind of progress 

would make a significant difference in what way the care is experienced and perceived among 

both patients, its relatives and the staff. These correlations can be understood through looking 

at the theoretical framework of this study, the cognitive-motivational-relational theory of 

Lazarus (Harris Kalfoss, 2011). This theory indicates that how the nurse experience his or her 

own capacity to handle a difficult situation, decides if the nurse will perceive it as stressful 

and demanding or stimulating and rewarding. If the Ugandan general nurses’ perceptions of 

their own preconditions to handle palliative care related situations were to be strengthened, in 

turn that would make the providing of palliative care a better experience for them. 

 

4.5 Conclusion 

The nurses experienced providing palliative care as difficult in many aspects such as 

communicating, giving sufficient symptom relief, working in teams and supporting relatives. 

They described the providing of palliative care as being emotionally challenging. Staff 

shortage and lack of knowledge and resources were perceived as hinders, preventing them 

from doing a good job. Overall the nurses wished more education in the subject, showing a 

willingness to improve their work with palliative patients. 
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Appendix 1. 

INTERVIEW GUIDE 

 

1. Background and practical information 

1.1 How old are you? 

1.2 For how long have you been working as a nurse?  

1.3 For how long have you been working in this ward? 

1.4 Can you estimate how many dying/deceased patients you take care of each day/week? 

1.5 Are you familiar with the concept of palliative care? What do you know about it?  

1.6 What happens in your ward when a patient is expected to pass away soon? Are there any 

routines? 

1.7 What happens in your ward when a patient has passed away? Are there any routines? 

 

2. Symptom relief 

2.1 How do you perceive your own knowledge regarding symptom relief in end-of-life care? 

2.2 How do you experience your education in the subject? Was it sufficient? 

2.3 How do you perceive the access of resources in your ward when it comes to symptom 

relief? 

2.4 How do you corporate other aspects of symptom relief, such as the psychological and 

existential aspects?  

 

3. Family support 

3.1 How do you experience involving relatives in the care of a dying patient? 

3.2 How do you experience involving relatives in the care of a deceased patient? 

3.3 Are there any routines you are following at your ward?  

3.4 What good and bad outcomes can you see? What is the biggest challenge when it comes 

to relatives? 

 

4. Teamwork 

4.1 How do you cooperate with other professions when caring for a dying patient? 

4.2 Are there any routines regarding who is responsible of informing and caring for the 

patient?  
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4.3 Are there any routines regarding who is responsible of informing and caring for the 

relatives? 

 

5. Communication and relations 

5.1 How do you experience and perceive communicating and informing about the awaiting 

death with the patient? 

5.2 How do you experience and perceive communicating and informing about the awaiting 

death with the relatives? 

5.3 What is the most challenging when it comes to communication and relations? 
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Appendix 2 

 

INFORMED CONSENT TEMPLATE FOR INTENDING RESEARCHERS 

Title of the proposed study: 

Ugandan Nurses’ Experiences and Perceptions of Providing Palliative Care 

 

Investigators: 

Ida Loskog, Nursing Student of Uppsala University, Sweden. E-mail: 

idaloskog@hotmail.com 

Kristin Tidemar, Nursing Student of Uppsala University, Sweden. E-mail: 

krilla_88@hotmail.com 

 

Local investigator Susan Nassaka Byekwaso, International Coordinator at College of Health 

Sciences, Makerere University, Uganda. E-mail: sbyekwaso@yahoo.com 

 

Background and rationale for the study: 

The great number of people in Uganda suffering from cancer, HIV and other life threatening 

illnesses makes the availability of good end-of-life care essential. The African Palliative Care 

Association, APCA, states that a palliative approach should be used in the caring of every 

patient as soon as they are diagnosed with a life threatening disease. A palliative care system 

with specialized educated nurses is beginning to develop in Uganda, and studies show that 

both patients and nurses seem to be pleased with the progress. Still, far from every patient 

who needs this specialized care receives it. To describe the experiences and perceptions of 

end-of-life care among unspecialized nurses working in regular hospital wards could be 

beneficial to clarify the need of knowledge and resources for further improvement of the 

palliative care in Uganda. 

 

Purpose: 

The purpose of this study is to examine general and unspecialized nurses’ experiences and 

perceptions of providing palliative care in a regular non-palliative hospital ward in Uganda. 

This will create a deeper understanding of nurses’ care for patients at the end of their lives. 
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Procedure: 

The participants of this study will be asked to be interviewed about his or hers experiences 

and perceptions of working with dying and deceased patients. The interviews will be held in 

English and last for approximately 30-60 minutes. The interviews will be audio recorded and 

then analyzed confidentially. 

 

Who will participate in the study? 

The participants in this study will be nurses working at a regular ward where patients are 

regularly passing away, in Mulago Hospital in Kampala, Uganda. Preferably both women and 

men will be included as participants to include perspectives that might be gender specific. The 

estimated number of participants is eight. Participation in this study is voluntary and 

participants can at any time choose to withdraw their participation or decline answering 

specific questions. 

 

Risks/Discomforts: 

There are no risks identified from participating in this study but some of the questions might 

seem personal due to the sensitive matter and cause discomfort. The participant has the right 

to cancel the interview and to withdraw from the study at any point. 

 

Benefits: 

The results of this study will have relevance for the nursing profession globally since the aim 

is to create a deeper understanding of general nurses’ care for dying and deceased patients. 

The result of this study is expected to widen the knowledge about how patients are cared for 

in a regular hospital ward before and after they pass away. This knowledge will be beneficial 

for further development of the palliative care system, to make it available for every patient 

who needs it – both in and outside Uganda. 

 

Cost: 

There are no identified costs to participate in this study. 

 

Compensation for participation in the study: 

Compensation will not be given to the nurses participating in this study. 
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Reimbursement: 

In case the interviews will be held apart from the hospital area the investigators will cover the 

participants’ transport fee. 

 

Questions: 

If any questions arise by the participants considering the study, the investigators can easily be 

reached by email. See above for contact information. 

 

Questions about participants’ rights: 

If the participants have any questions about their rights, they can contact the School of Health 

Sciences Institutional Review Board (MakSHS-IRB) or Uganda National Council of Sciences 

and Technology. Tel: (+256) 772-404970 or (+256)-41-250431. 

 

Confidentiality: 

The results of this study will be kept strictly confidential, and used only for research purposes. 

The identity of the participants will be concealed in as far as the law allows. The names will 

not appear anywhere on the coded forms with the information. All material will be kept under 

lock and key and with password protection respectively. For any further questions, please 

contact the authors, Ida Loskog and Kristin Tidemar (see contact information above) or the 

Chairperson, School of Health Sciences Institutional Review Board (MakSHS-IRB) or 

Uganda National Council of Sciences and Technology. Tel: (+256) 772-404970 or (+256)-41-

250431. 
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STATEMENT OF CONSENT 

Ida Loskog and Kristin Tidemar have described to me what is going to be done, the risks, the 

benefits involved and my rights regarding this study. I understand that my decision to 

participate in this study will not alter my usual medical care. In the use of this information, 

my identity will be concealed. I am aware that I may withdraw at any time. I understand that 

by signing this form, I do not waive any of my legal rights but merely indicate that I have 

been informed about the research study in which I am voluntarily agreeing to participate. A 

copy of this form will be provided to me. 

 

Name……………………………… Signature of participant……………………………… 

 

Age……………………………….. Date………………………………………………….. 
 

 

Name……………………………… Signature of Interviewer…………………………… 

 

Date……………………………… 
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Appendix 3. 

 

 


