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Abstract 
Background: In today’s society the amount of people affected by a life-threatening 

illnesses are increasing, which in turn enlarges the need of palliative care and hospice 

care. The World Health Organisation (WHO, 2014) has developed guidelines to how 

palliative and hospice care should be performed to offer patients’ a good care. Hospice 

care is a newly developed concept in the Eastern Caribbean and there is only one 

hospice located in Antigua and Barbuda. Aim: The aim of this study was to explore 

nursing interventions that enhances the quality of life in patients receiving end of life 

care. Method: The study was performed empirically with a qualitative approach. Data 

was collected through twelve semi-structured interviews with healthcare personnel at 

a hospice. WHO’s (2014) definition of palliative care was used as a guideline. The data 

analysis was performed with a content analysis of inductive approach. Result: The 

study showed that the main focus when performing end of life care was to cater for the 

patients’ different needs; emotional, physical and spiritual in order to enhance their 

well-being and their quality of life. The objectives were to make the patients as 

comfortable as possible and to make the end of life peaceful for them to die with dignity 

and pride. Nursing interventions and treatments were tailored to best suit the patients’ 

individual needs and wishes. All patients were seen as unique individuals and all 

individual differences were respected. It was said to be very important to be attentive 

as a caregiver; to listen to and to respect the patients and their wishes to create a good 

and trustful relationship. The patients’ integrity and dignity was preserved by 

respecting their autonomy. Support and counselling for the families was described to 

help them cope with the situation and thereby be of better support for the patients. 

Spiritual communications was common and often encouraged to both patients and their 

families in order to enhance their coping strategies and to make the situation more 

peaceful. Conclusion: A holistic mindset where the patients’ physical, emotional and 

spiritual needs determine performed interventions. Each patient was seen as a unique 

individual and was offered healthcare adjusted to their situation. The aim of the hospice 

was to let the patients die with dignity and respect by catering for their wishes at the 

end of life. 

 

Keywords: Caribbean, End of life, Hospice, Nursing interventions, Palliative, 

Personnel, Quality of life, Well-being. 
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Abstrakt 
Bakgrund: I dagens samhälle ökar antalet människor som drabbas av en livshotande 

sjukdom, vilket i sin tur ökar behovet av palliativ vård och hospice vård. 

Världshälsoorganisationen (WHO, 2014) har tagit fram riktlinjer för hur palliativ och 

hospice vård bör utföras för att erbjuda patienterna god vård. Hospice är ett nyutvecklat 

koncept i Östra Karibien och det finns enbart ett hospice i Antigua och Barbuda. Syfte: 

Syftet med denna studie var att undersöka omvårdnadsåtgärder som främjar 

livskvaliteten hos patienter som får vård i livets slutskede. Metod: Studien utfördes 

empiriskt med kvalitativ ansats. Data samlades in genom tolv semi-strukturerade 

intervjuer med vårdpersonal på ett hospice. WHO: s (2014) definition av palliativ vård 

användes som en riktlinje. Data analys utfördes via induktiv ansats. Resultat: Studien 

visade att huvudfokus för vård i livets slutskede innebär att tillgodose patientens olika 

behov; emotionella, fysiska och andliga för att öka deras välbefinnande och 

livskvalitet. Målen var att göra patienterna så bekväma som möjligt samt att göra livets 

slutskede lugnt och stilla för tillåta dem att dö med värdighet och stolthet. 

Omvårdnadsåtgärder och behandlingar anpassades till patientens individuella behov 

och önskemål. Alla patienter sågs som unika individer och alla individuella skillnader 

respekterades. Det sades vara mycket viktigt att vara lyhörd som vårdgivare; att lyssna 

på och respektera patienterna och deras önskemål för att skapa en god och 

förtroendefull relation. Patienternas integritet och värdighet bevarades genom att deras 

autonomi respekterades. Stöd och rådgivning till familjer beskrevs hjälpa dem att 

hantera situationen och därmed kunna ge bättre stöd för patienten. Andliga 

kommunikation var vanligt och uppmuntrades både till patienter och deras familjer 

eftersom detta beskrevs förbättra deras copingstrategier för att göra situationen mer 

fridfull. Slutsats: Ett holistiskt tänkesätt där patienternas fysiska, emotionella och 

andliga behov utgör en grunden för utförda omvårdnadsinterventioner. Varje patient 

sågs som en unik individ och erbjöds vård anpassad till deras situation. Hospicets 

målsättning var att låta patienterna dö med värdighet och respekt genom att tillgodose 

deras önskemål vid livets slut.  

 

Nyckelord: Hospice, Livskvalitet, Livets slutskede, Karibien, Omvårdnadsåtgärder, 

Palliativ, Personal, Välbefinnande. 
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Since 1948 access to good quality and easily accessible health and medical care has been seen 

as part of the human rights (World Health Organization [WHO], 2013). Good quality 

healthcare is described to consist of showing compassion towards the patient, the patient’s 

family and offers healthcare based on the patient’s individual needs and desires (Vedel, Ghadi, 

Lapointe, Routelous, Aegerter & Guitimand, 2014).  

 

The world population’s life expectancy is constantly increasing which affects the amount of 

people living with severe illnesses and the amount of people who are dying (WHO, 2014). In 

today’s society about 56 million people dies each year due to life threatening diseases (Lima, 

2012). This contributes to the fact that the amount of people diagnosed with non-

communicable diseases is seriously increasing around the world today (WHO, 2011). Many of 

the people diagnosed with a non-communicable disease are initially perceived as incurable 

(Lima, 2010, p. 288) which is an aspect that was essential when developing the concept of 

palliative care (WHO, 2007). 

 

Palliative care is a concept focused on meeting the individual patient’s requirements to 

increase quality of life even though they are suffering from an incurable disease (WHO, 

2007). WHO (2014) define palliative care as follows:  
 

Palliative care is an approach that improves the quality of life of patients 

and their families facing the problem associated with life-threatening 

illness, through the prevention and relief of suffering by means of early 

identification and impeccable assessment and treatment of pain and other 

problems, physical, psychosocial and spiritual (WHO, 2014, p. 5).  

 

The demand of palliative healthcare of good quality is expanding all around the world (WHO, 

2014). To encourage the development WHO (2014) has in addition to their definition 

constructed some guidelines to help develop and create a broader comprehension regarding 

the imperative of offering a good palliative healthcare. These guidelines describe aspects such 

as; contribution to an active life for the patients, to prevent difficult symptoms and the 

essentiality of offering the patients’ families support to help them cope with their close 

relative’s illness (WHO, 2014). In this study the World Health Organization’s (2014) 

definition of palliative care and the additional guidelines are used as a foundation.  

 

Palliative care is a form of healthcare that should be implemented in all healthcare systems 

and would be beneficial for many people all around the world (WHO, 2014). The main focus 
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of palliative care is to relieve people from pain and suffering. Palliative care strives to provide 

patients with a good quality healthcare that indicates to give the patient the possibility to a 

dignified passing (Lima, 2010, p. 292). It is common to have a team consisting of doctors and 

nurses that are educated to help maintain patients’ quality of life in a palliative care setting. 

Palliative care can be implemented in different environments such as hospital, the patient’s 

home or at a hospice (WHO, 2014).  

 

According to WHO (2014) hospice care is defined as end of life care with focus on medical, 

psychological and spiritual support for patients and their families. Hospice care strives to 

create the possibility for patients to get a peaceful and dignified passing (WHO, 2014). The 

setting at a hospice aims to resemble a home care setting (Connor, 2010, p. 284). Although the 

demands of good palliative care settings, such as a hospice, are growing, it is still 

undeveloped in some parts of the world (WHO, 2014).  

Palliative care in a developing country 
About 85 percent of all deaths that occur around the world are estimated to happen in 

developing countries (Lima, 2012). Despite of the high death rates in these countries, the 

opportunity to access good palliative care is minimal or non-existing (Lima, 2010, p. 288). 

The lack of palliative care can lead to an undesirable impact on patients and their families. 

One of the main issues in a developing country and the process of evolving palliative care is 

the absence of resources, such as the availability of analgesic pharmaceuticals and educated 

healthcare personnel (Lima, 2012). Lima (2012) also points out that aspects like nourishing, 

caring, developing and enhancing other people is a deficient concept in many of the 

developing countries.  

 

Antigua and Barbuda  
Antigua and Barbuda is a small developing country with approximately 90 000 citizens and 

consists of a group of islands in the eastern Caribbean. 98 percent of the population lives on 

the largest island Antigua, where the capital St John is located. Their official language is 

English (landguiden.se).  

 

The country was a British colony from the 17th century but was declared as independent in 

1981. The islands were used as sugar plantations where slavery was common. Antigua and 
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Barbuda is a monarchy within the Great British Commonwealth but is governed by a 

democratically elected government (landguiden.se).  

 

Antigua and Barbuda is one of the richest countries in the eastern Caribbean, although they 

are a country with low life standards. About 20 percent of the total amount of citizens is 

countable as poor and it is not uncommon with families missing drains and clean water. The 

country has established a social security network that for instance offers pension, healthcare 

and reimbursement for unemployment. This is however only available for people with an 

employment and pay state taxes. Overall Antigua and Barbuda is fully dependent on tourism 

and lacks larger natural resources which makes them dependent of importation 

(landguiden.se).  

 

The healthcare in Antigua and Barbuda is estimated to be of good standard (landguiden.se). 

Antigua has one public hospital and twenty-six healthcare clinics; there is also one healthcare 

facility on the island of Barbuda (commonwealthhealth.org). The public healthcare is financed 

by taxes from employees and employers which give them access to free healthcare. Likewise 

children and elderly are provided with free healthcare, but people without an employment 

need to pay an affordable amount of money to access healthcare (landguiden.se).  

 

Palliative care in Antigua and Barbuda 

Since palliative care is a relatively new concept, the possibilities to improve this form of 

healthcare are significant. All varieties of executed research can contribute to a broader 

perspective concerning development of palliative care. This can be essential in a developing 

country, such as Antigua and Barbuda (Mohanti, 2011), where 78 percent of all casualties are 

caused by a non-communicable disease (Human development unit, Caribbean Country 

Management Unit., & Latin America and the Caribbean Region, 2011). To execute any kind 

of research where palliative care is carried out can contribute to create a broader 

comprehension regarding aspects that could enhance the quality of life in people receiving 

end of life care. It is also important to illuminate aspects that contribute to a better patient care 

regardless of limited resources, which some developing countries like Antigua and Barbuda 

may have (Mohanti, 2011).  

 

Palliative care in a hospice setting, in eastern Caribbean, is restricted to one facility, St John’s 

Hospice in Antigua and Barbuda. As Mohanti (2011) mentioned, all research within palliative 
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care can contribute to an improvement of healthcare. This means that by performing research 

at a hospice, such as St John’s hospice to explore nursing interventions that enhances the 

quality of life, may contribute to a broader comprehension, knowledge and consciousness in 

this topic. 

 

St John’s organization is a worldwide establishment that works towards the goal of 

developing and improving healthcare around the world. The organization is based on different 

contributions from about 350 000 volunteers and their headquarters are located in London, 

United Kingdom (www.orderofstjohn.org).  

 

St John’s vision is to improve the feeling of health and well-being for patients all around the 

world. To be able to achieve their goal they continuously offer education for volunteers, 

practise and essential equipment to promote a self-sufficient patient care that in the long run 

contributes to self-determination (www.orderofstjohn.org).  

 

St John’s Hospice in Antigua and Barbuda is a non-profit organization that opened 2012 and it 

is the only hospice that offers palliative care in eastern Caribbean. St John’s hospice is a part 

of the worldwide organization St John’s Associations and is based on help from volunteers 

and relies on donations and sponsoring. Their vision is to provide Antigua and Barbuda’s 

citizens that are terminal ill with the possibility of a dignified passing in a peaceful 

environment with qualified healthcare personnel around the clock. They are also trying to 

help the patients’ family members to cope with the difficult situation 

(https://www.facebook.com/pages/St-John-Hospice-Antigua/). 

 

This study focuses on the personnel’s individual perspectives regarding performing nursing 

interventions in palliative care in a developing country. Research referred to human beings is 

an essential part of nursing research. It is important to contribute to develop healthcare that 

strives to preserve and improve patients’ quality of life.  

The Aim  
The aim of this study is to explore nursing interventions that enhances the quality of life in 

patients receiving end of life care at a hospice in the eastern Caribbean.  
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Setting 
The hospice consists of nine hospital beds. The patients at the hospice are of all ages and have 

different diagnoses, although most of them are suffering from cancer. People experiencing 

distress related to a life threatening illness and wishes to be hospitalized at the hospice need to 

be evaluated by a hospice employed healthcare professional regarding their condition. The 

evaluation takes place at the main hospital or in the patient’s home, it is based on the 

progression of the disease and the patient’s estimated time left to live. The patients estimated 

time left to live should be approximately from two weeks up to three months to be qualified to 

become a hospice patient (personal contact, Jane George-John, 25th of September, 2014).  

 

The cost for patients staying at the hospice is 50 East Caribbean Dollar (XCD) per day 

although the hospice vision is not to exclude anyone regardless of their ability to pay. They 

strive to provide an easily accessible care at the end of life for everyone, both patients and 

their families (personal contact, Jane George-John, 25th of September, 2014). 

Method 
This study was performed empirically and with a qualitative approach. Since the main 

purpose of qualitative research is to describe, understand and interpret human experiences or 

situations, as they are lived in their natural settings, the data for this study was collected 

through interviews at a hospice in Antigua and Barbuda (cf. Holloway & Wheeler, 2013, p. 3). 

Data was collected during eight weeks while the researchers worked as nurses’ aides on a 

voluntary basis. 

 

Participants and Procedure 

The selection of participants are determined according to the aim of the study within 

qualitative research and they are selected because of a common denominator (Danielson, 

2012, p. 165). In this study this means that the participants were selectively chosen because 

they had firsthand experience of what was being investigated. Inclusion criteria for 

participation were to be an employee at the institution and that they possessed communication 

skills in the English language.  

 

The director of the hospice provided written consent for the study to be performed at the 

hospice (personal contact, Jane George-John, 22nd of September, 2014). Nurses and other 

personnel at the hospice was requested to participate in the study. The personnel were 

personally inquired to participate on location in Antigua and Barbuda.  
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All participants received verbal information about the concept of the study in person. 

Simultaneously they were given a consent form with written information about the study, one 

designated to personnel (appendix 1) and one designated to patients (appendix 2). Since the 

researchers conducted the study whilst working as volunteers in close contact with the 

patients, they were also requested to participate. The purpose of the consent form was to 

establish the participants’ self-determination (cf. Polit & Beck, 2012, p. 157). In cases when a 

patient was unable to communicate or make independent decisions the patient’s family 

members were also consulted on the matter.  

 

Full disclosure is a concept that the researchers used as a foundation when structuring the 

informed consent to present the study’s purpose. Full disclosure means giving the participants 

an attentive description of the study, what is expected from them, their right to decline further 

participation, potential risks and benefits and what the researchers’ responsibilities are (cf. Polit 

& Beck, 2012, p. 154).  

 

Polit and Beck (2012, p. 159) explains that it is significant that a consent form do not 

influence the participants regarding their potential involvement in the study. Regarding this 

study the patients were informed that either by accepting or declining to participate, their 

decision would not affect their healthcare in any way (cf. Whiting & Vickers, 2010). Because 

this study involved continuous contact with the participants it was considered appropriate to 

implement so-called process consent. Process consent creates the possibility for the 

participants to reassess their given consent (Polit & Beck, 2012, p. 158). Whiting and Vickers 

(2010) points out that by offering the participants several opportunities to reevaluate their 

participation they do not have to feel obligated to continue if they do not want to.  

 

Data collection  

For this study twelve semi-structured interviews were conducted to collect data of the 

personnel’s experiences regarding interventions that enhances the quality of life in patients 

receiving end of life care (cf. Polit & Beck, 2012, p. 188-189).  

 

To assure that the interviews concerned topics regarding end of life care in relation to WHO’s 

(2014) definition of palliative care, the researchers used a predetermined topic guide (cf. Polit 

& Beck, 2012, p. 537). The interview guide consisted of open ended questions. The purpose 

of the guide was to encourage the interviewee to describe their experiences regarding these 
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specific topics. Questions that the participant could answer with a basic yes or no was 

avoided, instead questions were formulated so that the interviewees could elaborate on their 

answers. This technique requires planning and preparation by the researcher as well as 

attentiveness and encouragement towards the person being interviewed. Attentive listening 

enables relevant follow up questions and promotes a deeper understanding (Polit & Beck, 

2012, p. 537, 543). The guide that was used for this study is found in Appendix 3. 

 

The interview guide was tested in a pilot interview before going to Antigua and Barbuda in 

order to identify any alterations that needed to be executed (cf. Danielson, 2012, p. 169). The 

pilot interview was performed with a nurse who has experience within the field of palliative 

care. Some alterations of the guide were made after the pilot interview in consultation with 

the mentor of the study.  

 

The interviews were voice recorded and notes were written down simultaneously. Both 

researchers participated in all twelve interviews in order to prevent misunderstandings and 

misinterpretations. The recorded interviews were continuously transcribed whilst the 

researchers where still in Antigua and Barbuda in order to assess if any topics needed to be 

developed or clarified.  

 

Data analysis 

Data analysis serves to create structure and extract meaning from the collected data (Polit & 

Beck, 2012, p.556). In this study the analysis was performed with an inductive approach 

meaning extraction of the manifest data. Manifest data can be explained as the obvious 

content, for example what has literally been said during an interview, not the underlying 

meaning (cf. Graneheim & Lundman, 2004).  

 

The analysis was performed cooperatively and it began with both of the researchers reading 

the data thoroughly. The transcribed interviews were read multiple times to develop a greater 

understanding of its contents and meaning. The subsequent steps of the analysis consisted of: 

selection of meaning units, condensation of these units, creation of codes and finally 

construction of categories and sub-categories (cf. Graneheim & Lundman, 2004).  

 

The meaning units that were selected were words, meanings or entire paragraphs associated 

together by their context and concurrently related to the aim of this study. The next step in the 
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analysis was to reduce the volume of the meaning units yet still preserve its significant 

meaning; this step is referred to as condensation. After condensing the units they were labeled 

with codes. Coding may favor the analysis process by stimulating the researcher to reflect on 

the contents and view it through different perspectives. The final and vital step of the analysis 

was organizing and clustering the units together into categories and sub-categories based on 

the contents (cf. Graneheim & Lundaman, 2004). In this process the units were compared to 

each other in order to find similarities and differences (Polit & Beck, 2012, p.558). The 

analysis is exemplified in Appendix 4.  

 

Ethical considerations 

To treasure the participants’ sense of integrity and autonomy it was essential to make the 

participants aware that self-determination regarding their own participation was a human 

right. The objective of this study was to make participants aware of the fact that they can 

withdraw their participation at any time, without any explanation (cf. Polit & Beck, 2012, p. 

152,154). 

 

An aspect that was considered when commencing this study was to protect the participants’ 

integrity and to assess the possible benefits and risk of their involvement. A risk and benefit 

assessment was performed to evaluate the risk and benefit ratio of how participation would 

affect the individual, if the study could cause any negative psychological, emotional or social 

consequences. This study affects a vulnerable group of people which makes it fundamental to 

evaluate risk of causing distress (cf. Polit & Beck, 2012, p. 156, 157). Polit and Beck (2012, 

p. 156) states that it is crucial to make the participants aware of the benefits and potential risks 

of participating in a study. A major objective when performing this study was that the 

participants’ daily routine should be affected as little as possible and that the research should 

not cause any greater risks than the participants where normally exposed to on a daily basis 

(cf. Polit & Beck, 2012, p. 156).  

 

To prevent the participants from experiencing feelings of intrusion while being studied it was 

essential to create a dialogue and opportunities for them to express feelings, both to others and 

the researchers themselves. By establishing good communication and possibilities to speak in 

confidence, signs of discomfort in participants could be acknowledged early. It was vital to 

make sure that the participants’ comfort was not compromised, which in this study was 

continuously reevaluated by process consent (cf. Polit & Beck, 2012, p. 165). 
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There was no reason to reveal detailed information regarding the participants’ personal 

information in this study which contributed to maintain their confidentiality. Confidentiality 

means that any information regarding the participants’ identity will not be published (Polit & 

Beck, 2012, s. 162). To ensure confidentiality in this study all collected data was stored at a 

secure location. Computers were password protected and documents were stored in 

additionally password protected files. Only the researchers performing the study and their 

mentor had access to raw data and the collected material. After the final thesis was reviewed 

and approved all original data was securely stored in the archives at Luleå University of 

Technology. 

 

Through participating in this study the participants may experience an opportunity to develop 

as individuals and to contribute to the development of the healthcare offered at the hospice. 

The possibility of helping others in similar settings may also contribute to increase the 

participants’ sense of integrity and provide a sense of fulfillment (cf. Bellamy, Gott & Frey, 

2011).  

 

There was an estimated risk that participating in this study would trigger distress for the 

participants, but the benefits of creating a possibility for them to help others needed to be 

considered. In some studies it may be necessary to expose people to a certain risk in order to 

produce beneficial data within a field of research (The Belmont report, 1979). The risk 

assessment regarding this study was considered to be at a minimal risk level. This study 

consisted of potential risks, but these were carefully considered and evaluated with the 

objective to cause as little harm as possible (cf. Polit & Beck, 2012, s. 157). 

 

To collateral the ethical aspects of this study an application was sent and approved by the 

ethical committee of research at Luleå University of Technology, Sweden. This enabled an 

objective point of view to affirm that the ethical considerations that are described here were 

reasonable. They evaluated that the risk and benefit assessment was accurate and that the 

research would not cause more harm than do good for the participants involved in the study 

(cf. Polit & Beck, 2012, p. 165).  

Result  
The analysis of data in this empirical was study based on the interviews conducted with 

personnel at a hospice in the Caribbean regarding interventions to enhance patients’ quality of 
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life during end of life care. The data resulted in six categories that describes the main focus 

that the healthcare professionals need to be aware of while performing palliative care. The six 

categories are as follows: To have a good relationship based on communication, dignity and 

respect; To respect the patient’s autonomy; To cater for the patient’s physical, emotional and 

spiritual needs; To use knowledge and resources to enhance the patient’s well-being; To offer 

activities that enhances the patient’s well-being and To encourage faith (table 1).  

 

Table 1 Overview of categories (n=6) 

Categories 

To have a good relationship based on communication, dignity and respect 

To respect the patient’s autonomy 

To cater for the patient’s physical, emotional and spiritual needs 

To use knowledge and resources to enhance the patient’s well-being 

To offer activities that enhance the patient’s well-being 

To encourage faith 

 

To have a good relationship based on communication, dignity and respect 

Palliative care that enhances the patients’ quality of life was described as making the end of 

life comfortable, tolerable and peaceful. Different kinds of communication was described as a 

tool to help the patients die with dignity and pride. 

 

Good palliative care was defined as treating the patients with respect and dignity, where a 

good and trustful relationship was the foundation, according to the participants. A good 

relationship means being supportive, loving and caring, both as a caregiver but also as a 

fellowman. Even though the situation was serious and tense, a positive atmosphere including 

both human approaches and the surrounding environment was important for the patients’ 

well-being in order to prevent distress. 

We try and do as much as we possibly can… to keep them mentally well… 

and we do that by treating them with respect, dignity, ehm... and that's about 

what we can offer and keeping them as, keeping them comfortable those are 

our main criteria. 

Communication, a word that were often mentioned as a base to create a good relationship, a 

tool that can help the personnel estimate what the patients’ needs are. Even if the patient can 

or cannot talk, talking to them when performing interventions was said to be  a good tool to 

keep the patient comfortable by letting them know what you are about to do.  
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 “Verbal communication, I think that's the best way because you know, 

somebody talking to you can tell you directly, well I would like this to be 

done or I don't like what you are doing there.” 

 

The participants described that even though all patients at the hospice was there for the same 

reason, as they were all at the end of their life and in need of healthcare every hour of the day. 

However it was important not to forget that they were all unique individuals. Everyone had 

their own story and was handling their situation in their own way, so it was described to be 

essential to respect all patients’ differences and treat everyone as an individual to maintain 

their dignity and their physical well-being. When they as healthcare personnel are helping the 

patients they can enhance their quality of life by treating them with respect and also by giving 

them their full attention.  

 

The patients needed to be offered opportunities to ask the healthcare personnel for help 

without feeling discomfort. The participants often mentioned that they were there for the 

patients’ sake, for their well-being and because of that it was important that they as caregivers 

were conscious of how they expressed themselves around the patients and left their personal 

problems outside of work. It was declared that conflicts should always be avoided in the 

presence of the patients, even if they are unresponsive their hearing may still be preserved.  

I have a policy what happens home stays home... when I leave my house and 

I’m having a problem I don’t take it on my job so you don’t know what’s 

going on maybe you can tell sometimes some days you don’t look so bright 

if you really know me but I don’t bring it at work... 

 

To respect the patient’s autonomy 

Communication was described as a key point in order to respect and cater for the patients’ 

wishes. By communicating with the patients the personnel stated that they could find out 

information about the patients’ personal preferences regarding food, activities, likes or 

dislikes etcetera. By being attentive and letting the patient decide what they want or do not 

want enabled the personnel to cater for and to respect the patients’ wishes. It was said to be 

important to respect the patients’ right to make their own decisions. Respecting another 

individual’s choices and wishes is to respect their autonomy.  

 

Participants expressed that dilemmas could arise when you as a caregiver aspire to perform 

interventions or offer treatments to patients. The objective of interventions may be good from 

a caregiver’s perspective although they may sometimes cause discomfort for the patients. 
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Caregivers must use their knowledge to motivate and encourage the patients to accept 

intended intervention, treatment or medication. For instance such a dilemma could arise when 

repositioning a patient who was in pain and did not want to move in order to prevent 

decubitus ulcers from developing. Another dilemma that could occur was if a patient was 

reluctant to take their medications or eat food. In situations like these caregivers needed to be 

attentive to the patients’ wishes and to be observant of their body language to gain a greater 

understanding of what the patient was expressing. It was described that you as a caregiver 

should never force a patient to do or accept anything against their will and that you must 

respect the patients’ wishes no matter what their decision may be. In addition some 

participants stated that a patient might decline medication or food at one point, but change 

their mind later on, therefore decisions are not always final and caregivers should be open to 

change and reevaluate situations. 

Sometimes they just decide that they don’t want it, that they had enough, but 

then you have to encourage them to take it. They reach to a point you don’t 

force them. I think it is their will and they decide so it is on them. You can 

ask them, kind of encourage them, try to get them to take it but they reach to 

a point when they decide that they don’t want it you don’t force. 

 

The participants also expressed that in some cases a patient made a request of something that 

could be unhealthy for them such as a cigarette or an alcoholic beverage. They meant that 

when performing palliative care it is important to follow the patients’ wishes, even though it 

might not be good for the patient. In these situations it didn’t matter what the patient asked 

for, they tried to fulfil their wishes, in order to make them comfortable.  

Whatever they ask for and you know it's not good for them, you probably 

have to give them if they want it, you probably tell it’s not good, but if they 

insist cos you already tell it's not good for them, if they insist you'll have to 

give them to let them feel comfortable.  

 

The participants’ attitude towards these requests were thus to respect and cater for the 

patients’ wishes in order to please them when the requests did not have a significant impact 

on the patients’ current health status. Fulfilling these requests could bring better quality to the 

patients’ life which was seen as a positive outcome of something that was considered to be 

negative. The inquiries should however be within reason and the families had to bring in 

specific products that the institution could not provide.  
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If they're accustomed to having a glass of wine in the evening, and they 

would still like one, then by all means let their family bring in a glass of 

wine for them. If they want a cigarette we can bring them out and put them 

in the garden, because it's not gonna make a difference... 

 

The participants also pointed out the importance of bearing the patients’ privacy in mind. It 

was considered especially important to respect the patients’ right to privacy while performing 

nursing interventions, for example when giving the patient a bath, by keeping the curtains 

closed and minimizing exposure. Another way to respect the patients’ privacy and to preserve 

their integrity was by always making sure that the patient was kept clean and modest. Privacy 

was furthermore described to entail respecting privacy while having visitors, the patient might 

have something private to talk with their relatives about and should therefore be left alone 

with their visitors.  

 

To cater for the patient’s physical, emotional and spiritual needs  
The participants described that having a life-threatening disease is seen as a difficult situation 

for the patient in many different ways. This requires an increased demand of the healthcare 

personnel. Therefore the main focus when working with palliative care meant to cater for all 

of the patients’ different needs; emotional, physical and spiritual, in order to enhance their 

quality of life.  

Make them most comfortable... prepare them of what is to come, what it is 

here. Like when the patient comes in we have different diagnosis but they 

are all the same to me and what is best... feeding, bathing, do their hair, nail 

care, reposition, do the vitals when it is necessary, if there is a diabetic you 

usually do the GMR: s to keep the... sugar under control. Sometimes we do 

like spiritual... things like you talk to them about life beyond or life 

[important factors when you treat a patient]. 

 

The participants referred to body care as a key factor to enhance the patients’ quality of life. 

Performed body care was described to have a positive effect on both the patients’ physical and 

emotional well-being. It was important to acknowledge that even though the patient was sick 

the healthcare personnel could enhance the patients' well-being by helping them being clean 

and feel fresh. Examples of different interventions that they performed and that seemingly 

changed the patients’ well-being was to give the patients a bath, a rub and a massage. Other 

interventions such as nail care, hair care and foot care was also described as important as 

having a positive effect on the patients.  



19 
 

But looking after the person... that means everything. Combing their hair, 

do the mouth care, talking to them and whatever, that means everything. 

 

Observations and a good communication with the patients were described to be important in 

order to be able to estimate what the patients needed. Another aspect that the participants 

described as being a tool to help them estimate the patients’ needs was their background 

information and having knowledge of what they appreciated. To cater for the patients’ needs 

meant to make them comfortable, in whatever way necessary.  

 

To have a holistic mindset, meaning to see the whole patient was described to help them as 

healthcare personnel to help the patients enhance their quality of life. The healthcare 

personnel expressed that even though their main focus was the patients, the family also 

needed a good reception from the staff and to experience a loving and supporting environment 

where they could ask for help if they needed it. If the family was stressed it could have a 

negative effect on the patients which was a reason to why it also was important to offer 

support to the family, such as counselling and encouragement to seek spiritual support. The 

patients’ family was described to play a big role regarding the patients’ well-being. 

We as caregivers have to prepare these individuals how to deal with this, it 

don't start when they die, it starts when these patients family members come 

and visit daily, you interact with them, you tell them certain things, you 

know, trying to prepare them for when that day comes, that when that day 

comes they don't have this sorrowful feeling [description of what you do to 

help the families cope with the situation]. 

 

To use knowledge and resources to enhance the patient’s well-being  
The participants described that they used diverse resources to cater for the patients’ different 

needs and to enhance their well-being. Sometimes it was necessary to be inventive and to 

have knowledge of how to take advantage of what was available. The participants saw 

potential solutions or substitutes that could be used instead of what was unavailable.  

You substitute you take a diaper and you cut a diaper up and you use it as a 

pad. It is absorbent so there is different ways to cope with it [the lack of 

different resources]. 

 

A variety of different medical equipment was used to make the patients feel better and more 

comfortable. Participants expressed the importance of having the knowledge of how to use 

medical equipment such as a suctioning machine to remove mucus, a lift to enable bedridden 
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patients to get out of bed, how to provide oxygen treatment to patients with respiratory 

problems and so on.  

 

It was described that sometimes caregivers needed to try different kinds of interventions to 

manage a patient’s distressing symptoms or condition. One single intervention was not always 

enough. Nutrition was an area that participants believed to be very important. To ensure the 

patients’ nutritional status and to prevent patients from becoming malnourished a combination 

of resources and interventions was sometimes used. Feeding charts, meal assistance, 

encouragement to eat, additional nutritional supplements and nasogastric tubes was some of 

the tools used to make sure that the patients were properly nourished.  

You try and do whatever you can to get some nutrient down them even if… 

for those who are not eating too well sometimes you try and feed them even 

a bit. 

 

The participants described that pain relief could make the patients feel dignified and enhance 

their well-being. Pain relief could help the patients feel less distressed, get mobilized and 

participate in activities. It was often mentioned how important pain medications could be for 

the patients’ well-being, provided that the patient wanted to take the medication. The attitude 

was not to limit pain medications, but to administrate them in an adequate manner and not to 

over sedate patients. The objective was to make the patients as comfortable and pain free as 

possible at the end of life. Furthermore the attitude towards medical treatments and 

procedures was to continuously assess and evaluate the patients’ condition by regularly take 

vital parameters and manage blood glucose levels for diabetics. Basic needs and reversible 

conditions should be catered for and treated, other than that treatments should be limited to 

the most essential in order to minimize distress and enhance the patients’ well-being. 

For those who might have a temperature you would give them sponge, you 

put a cold compress on their forehead, sometimes you have to put under the 

arm as well. You rub them down with things like, I don't know if you all 

have that, alcolade or limacol, something cool to cool them, sometimes we 

might have to put on a fan to keep them cool. 

 

Decubitus ulcers was a common problem for the bedridden patients so the participants 

described different interventions that they used to treat the ulcers with. For instance Aloe Vera 

plants was grown in the garden and it was used for treating ulcers and other conditions.  
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Knowledge about the patients and their condition was considered to be of great importance in 

order to enhance their well-being and to provide good care. Caregivers stated that information 

should be gathered from many sources. Information was obtained by frequent observations to 

identify changes in the patient’s condition and by communicating with the patient or the 

patient’s family. Friends and family members could often offer essential information about the 

patient and was considered as a great resource in order to provide individual care. 

Cooperation with family members could also entail encouraging the family to be involved in 

patient care, such as encouragement to go outside or participate in activities together, if they 

wanted to.  

Getting them out of bed, getting them to eat, and getting them out to sit here 

we have a beautiful garden they can sit in or the family members can take 

them up. It makes a difference. 

 

To offer activities that enhance the patient’s well-being 
The participants described that offering activities and different therapies was an essential part 

of enhancing the patients’ well-being and quality of life in the end of life. The fundamental 

idea was to do activities that the patients would appreciate and were accustomed to, with the 

goal to help them to feel good and to be happy.  

So basically getting them to do as much as they used to, comfortably and 

willingly is a good way of keeping them [description of how you keep the 

patients comfortable]. 

 

Activities during the day could contribute to the patients’ sense of meaning in life instead of 

just lying in bed staring at the wall. It was also described as helping the patients feel more 

independent, increase their morality and make them feel more alive. These activities could be 

just to get out of bed, exercise or to let the patients help themselves as much as they could. 

They get the encouragement so that they have the strength to do it on their 

own. 

 

Different therapies such as pet- and music therapy, that the patients appreciated was described 

by the participants as other ways to help the patients to feel meaning and become more 

peaceful. It could help the patients to cope with their situation and make them more 

comfortable. The participants expressed an enthusiasm and desire to help the patients by 

singing songs for them, especially songs they felt could motivate the patients such as gospel 
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songs. Also by letting the patients bring their pets into the institution they could help them 

become more at ease and keep them calm. Pets were described to create a peaceful 

environment.  

Pet therapy is simple is there is a patient who comes in and loves cats and 

they have a cat at home and you have the space you can have their cat with 

them. It makes a big difference or a dog or whatever there is that they are 

fond of that helps to create some calm and some composure for the patient. 

 

Other ways was to encourage and support the patients to be active was by asking their 

families to bring in things the patients loved such as food, books or a visit by their 

grandchildren. 

 

To encourage faith 

The participants described the importance of encouraging the patients to believe in 

spirituality. To perform spiritual acts such as praying or talking about spirituality could help 

the patients to cope and focus on other things than the disease.  

I tell them they can fight you know, they have to have hope, believe in God, 

you know they read their bible and they pray and they just believe they're 

gonna have hope. 

 

We have a saying here as well, “while there is life, there is hope”, 

so don't give up… you still have life and God can turn things around for you, 

so that's come back again to saying have faith in God. 

 

One subject that connected them to talk with the patient about spirituality was the life beyond. 

By praying with and for the patients they described they could help the patients to trust in 

something bigger and this could decrease their negative feelings about death and the life 

beyond to make the situation more peaceful.  

I speak about Godly things, things that will turn them their eyes away from 

the sickness and from the world and what’s happening just in such or 

what’s happening in an office you know political things and that and turn 

them their focus on the lord Jesus that we all need to turn our eyes on.  

 

In some cases, the patients wanted to talk about the life beyond, what they believed in or to 

tell someone about their life story. When the patient wanted to talk it was essential to take 

your time to listen to the patient, let them lead what the conversations is going to be about, but 
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also not to force them to talk if they did not want to. Listening was described as a good tool to 

enhance the patients’ well-being.  

The spiritual needs is what makes a lot of difference in a sick person’s life... 

You can read scriptures, try to tell them whatever you know about the bible 

you know... And we have people who comes in on Saturdays from the 

churches, we have a gentleman who comes almost every Saturday and he... 

exhort them, sing, pray, exhort and that sort of need and what in...  

 

Participants stated that religious communications were common therefore families were asked 

to state if they had any religious preferences. Different spiritual services was offered 

according to the patient and their family’s request to make them feel better. 

Discussion 
The aim of this study was to explore nursing interventions that enhances the quality of life in 

patients receiving end of life care at a hospice in the eastern Caribbean.  

 

Palliative care is a concept used to help people that are suffering from a life-threatening 

illness by enhancing their quality of life. This involves both the patients and their families to 

help them cope with the situation and to prevent suffering by using different interventions, 

treatments and early identification of distressing symptoms. Palliative care means having a 

holistic mindset where physical, psychosocial and spiritual needs need to be taken in 

consideration (Dobrina, Tenze & Palese, 2014). 

 

This study highlights the importance of looking after the physical, psychosocial and spiritual 

needs in all of the patients from a healthcare personnel’s point of view. These factors 

combined issues the importance of a holistic mindset at an institution that provides palliative 

care. To have a holistic mindset is to have a perspective where the human experiences of 

physical, psychological, social and spiritual nature cannot be divided into separate sections 

(cf. Maher & Hemming, 2005). Holistic care considers all of the human dimensions as a 

whole, together, and the patient’s subjective experiences reveals the complexity of that. 

Different patients experience and describe symptoms in their own individual way, sometimes 

the cause is not only physical which clarifies the importance of understanding the whole 

(Maher & Hemming, 2005). Maher and Hemming (2005) further explains that without a 

holistic approach the cause of the issue may not be solved, which can create a downward 

spiral that will deteriorate coping strategies and lessen the quality of life. 
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The result in this study stated that the patients’ integrity and dignity was preserved by the 

personnel respecting the patients’ wishes and decisions, thus their autonomy. To respect the 

patients’ autonomy is one of the fundamentals in the World Health Organization (2014) report 

on Palliative care. Autonomy is described as a human right no matter how sick the person 

might be, and when it comes to respecting the patient’s autonomy within palliative care it 

involves a consensus between the healthcare personnel and the patient’s desire and will. An 

open dialogue between personnel and patient is the best way to establish patient autonomy. 

The reason for this is because autonomy is based on the patient’s will, desire and 

comprehension of what the healthcare can contribute with (Wilson, Ingleton, Gott & Gardiner, 

2013). This study described that it was important for the personnel to respect all of the 

patients’ wishes even though they might not always agree with them. All patients were seen as 

unique individuals and all differences were respected. That being said, it is also important to 

reevaluate the patients’ wishes every day, even though they are very sick it is necessary not to 

predetermine what the patient wants, in relation to that some aspects may change from one 

day to another (cf. Wilson et al, 2013).  

 

Leung (2007) describes that the patients’ integrity and dignity can be maintained if the 

caregivers have knowledge of whom they once were. By creating a caring relationship that 

honors that individual and by performing interventions that preserves the past may provide 

dignity until death (Leung, 2007). This strengthens the result of this study where the 

importance of having a good and trustful relationship with the patients was expressed. As well 

the necessity of having knowledge of the patients’ likes and dislikes, what they used to do and 

what they appreciate. In this study, attentiveness as a caregiver was said to be vital. To listen 

to and to respect the patients and their wishes was described as fundamental to create a good, 

caring and trustful relationship. Nelson (2013) describes that dignity at the end of life can be 

achieved with professional support comprising of comfort, knowledge and a caring 

relationship with attentiveness to the patients’ and their families’ needs and wishes in mind.  

 

When performing palliative care a good relationship between the nurse and the patient is 

essential. As a caregiver you have to create a relationship that is comfortable and unique to 

each patient (Dobrina, Tenz & Palese, 2014). The result of this study described the importance 

of a relationship based on communication and open dialogues between personnel, patients and 

their families, which also Dobrina et al. (2014) reinforces. Maher and Hemming (2005) 

describes good communication as the core of a caring relationship. A good and qualitative 
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relationship within palliative care should contain person-centered healthcare meaning that the 

patient is involved in their own care. Support, love and compassion are important factors to a 

good relationship, which the result proved as one of the personnel’s objective in order to 

enhance the patients’ well-being. In this study active listening and communication based on 

the patients’ personal interest or desired topics of conversation was further described to be of 

importance to enhance the patients’ quality of life (cf. Andrew & Taylor, 2012).  

 

The result of this study states that communication, observations and cooperation with the both 

patients and their families are key points in order to tailor nursing interventions and 

treatments to best suit the patient’s individual needs and wishes. All personnel were consistent 

in their expressions that the patients’ needs has a big impact on their daily work to enhance 

the patients’ quality of life. Furthermore they pointed out that all of the patients must be 

treated as an individual to help them feel dignified and respected for their values and opinions 

(cf. Dobrina et al. 2014). Dobrina et al. (2014) also confirms that the personnel’s mindset is 

important to be able to adjust interventions according to the patients’ individual needs of each 

day to enhance their quality of life. This can be made possible by caregivers acknowledging 

the patients as a whole, to achieve a mutual understanding of the patients’ experiences. This is 

said to be equally as important as possessing skills and scientific knowledge regarding 

interventions and treatments to meet those needs (Maher & Hemming, 2005). This supports 

the result stating that knowledge of interventions and methods of how to cater for the patient’s 

different needs and wishes is essential to enhance the patient’s quality of life. 

 

The result explains that support and counselling was offered to the families to help them cope 

with the situation and thereby be of better support for the patient. Support to the family was 

further described by the personnel as a way of helping them cope with a family member 

dying. Nelson (2013) reports that caregivers may enhance the patient’s quality of life by 

preparing the family of what to expect at the end. To help the family with the transition and 

their uncertainty of what is to come is seen as a part of palliative care. It is essential to help 

and offer support to the families in order to help the patients and their well-being (Janze & 

Henriksson, 2014). Nelson (2013) states that counselling, knowledge and planning of 

palliative care belongs within the nurse’s area of expertise and may be of great support for the 

patient and the family. The result of this study also shows that some of the personnel would 

offer support to the families, but still kept a distance to them while they came to visit the 

patients. Similar to what Janze and Henriksson (2014) points out, that healthcare personnel 
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get involved in different ways and in an amounts that varies. To help the families to cope with 

the situation is defined both this study and in previous research as preparing the families of 

what is to come, what it means to lose a family member, but also to stay in the present. It is 

essential to acknowledge that the healthcare personnel has an impact on the relationship 

between families and patients.  

 

The personnel in this study supported and encouraged the family to get involved in the care of 

the dying patient, this is something that Nelson (2013) mentions to be of value when it comes 

to dignity at the end of life. McDonald and McCallin (2010) suggest that institutions 

practicing palliative care should create a collaboration between the patient, their families and 

the healthcare personnel to be able to offer good individualized care. This is further stated as 

an important factor according to WHO (2014) to offer the patients a good quality care 

(McDonald & McCallin, 2007). In this study the personnel additionally described the family 

as a resource when it comes to providing things such as food, music or something else that the 

patient is accustomed to for a better quality of life (cf. Janze & Henriksson, 2014). 

 

The result mediated that spiritual communications was common and often encouraged by the 

personnel to both patients and their families because it was described to enhance their coping 

strategies and to make their situation more peaceful. Narayanasamy (2007) defines spirituality 

as influences of culture, philosophy, religion and history and is said to be a part of every 

human being. Herman (2001) points out that no two patients are alike and therefore spiritual 

needs need to be identified and catered for accordingly. A part of the healthcare profession is 

the responsibility to cater for the dying patients’ spiritual needs, whatever they might be, in 

order to enhance their quality of life (cf. Herman, 2001).  

 

Narayanasamy (2007) describes three factors that are important and can have a spiritual effect 

on the patients; sense of meaning and purpose, forgiveness and love and relationships. These 

factors are all something that the personnel mentioned as important whilst working with 

palliative care. The result mentioned the importance of talking to the patients about life 

beyond, if the patients desired to talk about it. In other words the spiritual communication 

should be adapted to each individual and according to the indications of what their needs are. 

At the hospice where the study was commenced the personnel described spiritual work such 

as praying, reading the bible and singing gospel songs for the patients, activities that 

Narayanasamy (2007) also promotes to enhance the quality of life. The personnel further 
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described spirituality as a tool to help the patients experience a peaceful environment and 

believe in something bigger, a life beyond. They expressed that by encouraging spirituality 

among the patients they got to experience a greater meaning of their existence and that there 

is a life beyond (cf. Narayanasamy, 2007).  In this study it was expressed that belief and 

spirituality contributed to the patient’s increased feeling of hope, which Narayanasamy (2007) 

confirms. To have faith in something bigger, God or something other can contribute to every 

human beings’ feeling of hope and comfort (cf. Narayanasamy, 2007).  

 

Method discussion 
The inclusion criteria’s for this study was designed to clarify the selection of participants to 

use as a guideline of who was suitable, but also to confirm that all of the participants were 

relevant to the study. In this case the inclusion and exclusion criteria’s were relevant and 

could be used as a guiding tool during the recruiting process and creates the possibility to 

reproduce the study (cf. Polit & Beck, 2012, p. 527).   

 

One of the criteria for participating in the study was English language skills, this criteria was 

determined particularly to promote good communication and mutual understanding between 

researchers and participants (cf. Holloway & Wheeler, 2013, p. 93). Antigua and Barbuda has 

English as the official language but the English that is spoken in many of the Caribbean 

countries have a variety of dialects and influences due to heritage and migration 

(landguiden.se). The Caribbean English differs from the English that is spoken in Europe. 

This was a factor that the researchers were aware of beforehand, although slightly 

underestimated the severity of. Polit and Beck (2012, p.541) expresses that efforts should be 

made by the researchers to understand linguistic nuances when performing research in 

cultures different form their own. During the first couple of weeks of the study the researchers 

was introduced to the research setting and acclimatized to the country, its people and culture, 

both in- and outside of work. This facilitated better understanding of the local language and 

expressions. 

 

During the recruiting process an introduction letter was distributed to all of the potential 

participants to inform them about the study. The introduction letter was given to everyone to 

ensure the personnel and the patients’ knowledge regarding the study and that to avoid 

feelings of people being excluded by the researchers (cf. Polit & Beck, 2012, p. 155). It is 

important that the introduction letter is understandable and adapted to the participants (cf. 
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Holloway & Wheeler, 2013, p. 62). In this case the introduction letter was detected to possibly 

have been slightly too formal for the setting, and the language appeared to have been a bit too 

bureaucratic. Since the informed consent was represented in such a formal manner this may 

have contributed to reluctance to participate. Perhaps a simplified description and presentation 

had created less hesitancy and uncertainty among the participants. On the contrary verbal 

information was always given in addition to the letter and the researchers asked all of the 

participants if they had any questions. If they did have questions these got answered and any 

obscurities were cleared up.  

 

Polit and Beck (2012, p. 154) explains informed consent as a method to bring out the 

participants right to self-determination. In this study informed consent was collected from all 

of the participants, the consent was further reaffirmed by process consent. It was mentioned to 

the participants that withdrawal from the study was entirely acceptable if they felt 

uncomfortable or did not wish to proceed (cf. Polit & Beck, 2012, p. 158). The researchers 

also frequently pointed out that the participants’ would maintain anonymous during the 

collection of data. Polit and Beck (2012, p. 156) states that it is important to ensure the 

participants that their interviews would be kept confidential. This was done to confirm the 

participants’ right to privacy and to allow them to be comfortable during the interviews by 

assuring them that the information cannot be held against them later on (cf. Polit & Beck, 

2012, p. 153).  

 

When the interviews commenced, approximately three weeks into the project, the researchers 

still had some insecurities regarding understanding the language entirely at the time. 

Holloway and Wheeler (2013, p. 93) points out that the researchers language skills can affect 

the outcome of the interviews. Therefore it was decided that both researchers would partake 

during the interviews to avoid misunderstandings and uncertainty within the collected data. 

This may have created a more frightening situation for the participants, but the fact whether 

the data would become incomplete or misunderstood was rated as predominant. Before the 

interviews began the participants were asked if they accepted that both researchers were 

present during the interview. In conjunction with the interview procedure, confidentiality and 

the necessity of recording devices was also further explained to reduce the participants of 

feeling uncomfortable, exposed and intruded (cf. Polit & Beck, 2012, p.542).  

 

An interview guide was used as a tool to construct the semi-structured interviews. The guide 
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was predetermined with the help of a pilot interview to enhance the quality and relevance to 

the subject. The pilot interview was helpful to the researchers interviewing skills to get a 

greater knowledge regarding the construction of the interviews and to enhance the quality of 

the performed interviews. The pilot interview was helpful clarify the meaning of the questions 

and to enhance the researchers’ language skills, which could have an effect on the outcome of 

the interviews. This also contributed to a greater understanding for the researchers which had 

a positive impact to potentially rephrase the questions if the participants did not understand 

the question (cf. Holloway & Wheeler, 2013, p. 88, 93).  

 

This study was based on voice-recorded interviews and handwritten field notes. These tools 

are usually used in qualitative studies, but as a researcher you need to be attentive of potential 

errors that these methods can come across. Transcribing interviews is difficult and is a 

sensitive stage of the research process and it is important to be critical, attentive and to avoid 

alternations (cf. Polit & Beck, 2012, p. 557). Polit and Beck (2012, p. 557) describes that a 

common error in a transcription is that the researchers alternate the transcription to create 

more cohesive and understandable notes. The researchers in this study have tried to avoid this 

by transcribing everything without any punctuations or alternations. For example sounds like 

“ehm” and laughter have been logged into the transcriptions. 

 

One issue during the interviews was when the interviewees used their body language to 

express themselves. The interviews were only audiotaped and the voice-recordings were the 

basis of all transcriptions, even though the researchers had knowledge regarding the 

participants’ use of body language at a certain point during an interview. This is an aspect that 

is hard to avoid. Polit and Beck (2012, p. 557) describes the issue as unavoidable alterations. 

The researchers have been aware of this aspect since the beginning of the study, which 

resulted in that everything else other than what has been recorded has been removed from the 

transcription, although this need to be pointed out as a potential error source. 

 

The data was divided between the researchers who then individually transcribed half of the 

amount of data each. Then the researchers reviewed the other researcher’s transcriptions to 

crosscheck accuracy. Polit and Beck (2012, p.543) state that transcription is a significant step 

in the research process; if the transcriptions are incorrect it will have large effects on the end 

result when analyzing data. Therefore great attention was placed on accuracy regarding this 

step. 
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Another factor that need to be considered is the relationship that formed between researchers 

and participants, due to the fact that the researches were working as volunteers at the hospice. 

Holloway and Wheeler (2013, p. 97) points out that the relationship need to be based on trust, 

which was easily developed in this case by the participants getting to know the researchers. 

By working as volunteers the researchers indicated their interest in their situation and the 

interventions they used (cf. Holloway & Wheeler, 2013, p. 97).  

 

During a study the relationship is not to be exploited, for example if the consulted staff had 

agreed to participate but the time was limited they could experience distress related to their 

promise (cf. Polit & Beck, 2012, p. 153). To avoid the participants experiencing distress and 

obligation to participations the researchers adjusted their schedule to perform interviews when 

it best suited the interviewee. They also stayed at the institution for longer durations of time in 

conjunction with the interviews to prevent distress for the participants. 

 

When qualitative data is gathered, as in this study, the researcher operates as the instrument of 

data collection and it is essential for the researcher to become profoundly involved (Polit & 

Beck, 2012, p. 487-488). An important aspect to take into consideration when the researcher 

collects data empirically is the concept of reflexivity which becomes of great relevance for the 

quality of the study (Polit & Beck, 2012, p. 179-180). This concept was considered highly 

relevant in this case therefore it was taken seriously throughout the entire process of this 

study. To accomplish reflexivity the researchers needed to acknowledge their involvement in 

the study-setting and reflect over the possible effects it might have had. Researchers needed to 

increase self-awareness by critically reflect over their own preferences, personal values and 

fears (Polit & Beck, 2012, p. 179-180). As proposed by Polit and Beck (2012, p. 179-180) the 

researchers strived to achieve reflexivity by reflecting actively throughout the course of the 

study.  

 

The location of the interviews were selected by the participants to make them feel more 

relaxed and comfortable (cf. Holloway & Wheeler, 2013, p. 93). In this study the participants 

were comfortable with performing the interviews in a secluded room at the hospice where it 

was possible to create a calm and safe environment in which the participants were able to 

share their stories and experiences. It was important to create an atmosphere where the 

researchers could provide the interviewee with their full attention, to show respect to what 

was being said as well as showing genuine care and interest towards the participant (cf. Polit 



31 
 

& Beck, 2012, p. 535). According to Polit and Beck (2012, p.535) environmental distractions 

may also affect the quality of recorded data and make transcription more challenging, whereas 

precautions to avoid distractions were taken.  

 

During the analysis of the interviews, Graneheim and Lundman (2011) explains that 

categories should exclude one another, although they recognize that this may be a potential 

issue when dealing with the complexity of described human experiences. Polit and Beck 

(2012, p.559) describes this as the material not being liner and that meaning units abstracted 

from interview transcripts may hold intertwined fragments that in fact belong to different 

categories. During the analysis process the sub-categories has been evaluated and discussed 

between the researchers to find the meaning of the quote. This method has contributed to form 

categories with quotes that exclude one another.  

 

Trustworthiness  

The concept of trustworthiness of the study was kept in mind throughout the entire research 

process. Graneheim and Lundman (2011) describes trustworthiness as a compilation of the 

concepts of credibility, dependability and transferability. Holloway and Wheeler (2013, p. 

297) explains that identification of trustworthiness is a way of evaluating the quality of a 

study. The study is perceived to achieve trustworthiness since the reader can follow the entire 

research process. The information that has been lifted from the interviews are related to the 

participants expressions and what they thought was important for performing good palliative 

healthcare that enhances the patients’ quality of life.  

 

Reliability and dependability are concepts used to evaluate the study’s replicability, meaning 

the potential of performing this research based on the information presented (Holloway & 

Wheeler, 2013, p. 297). During the entire process reliability has been evaluated to enable a 

similar replication of the study by presenting the interview guide, a description of approach 

and thoughts.  

 

It is essential that a performed study is seen as appropriate and useful for the participants. In 

this case the study was perceived as positive for the hospice development, especially related 

to its recent opening and the fact that the concept of hospice has not developed fully in 

Antigua and Barbuda as of yet. These factors enhance the validity of the study. It was also 

important that the researchers kept a distance to their own preconceptions, which was done by 
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not discussing preconceptions with the participants (cf. Holloway & Wheeler, 2013, p. 299).  

 

This study could be of potential use at any institution that performs palliative care which 

means that the study is transferable. A study should be transferable to other institutions in 

order to enhance the trustworthiness. It is also important that the researchers conduct a study 

that can be developed and used as a foundation for emerging studies in the future (cf. 

Holloway & Wheeler, 2013, p. 303).  

 

Another concept that confirms the study’s trustworthiness it is the authenticity. A concept 

meaning that the study has been authentic and performed in an appropriate way. One of the 

criteria’s that enhances the authenticity is processed informed consent, which in this study 

was reevaluated during the entire process, but also by ensuring that the participants has gained 

a greater understanding of the purpose of the study (cf. Holloway and Wheeler, 2013, p. 304). 

 

The researchers have worked cohesively during the entire data collection period to enhance 

the meaning of the study. The researchers have constantly evaluated and discussed the study’s 

method, development, amount of performed interviews and other aspects, both negative and 

positive thoroughly. Concerns and important factors have been further discussed with the 

mentor of the study, these aspects contributes to the study’s trustworthiness (cf. Holloway and 

Wheeler, 2013, p. 305).  

Conclusion 
A holistic mindset where the patients’ opinions, desires and wishes serves as the foundation of 

performed interventions was applied at the hospice. This can be interpreted as such that great 

emphasis was placed on individualized care. The patients at the hospice were seen as unique 

individuals and their care was conducted with the aim to enhance their quality of life. The 

complexity of human nature calls for a holistic approach where diversity is appreciated and 

respected and where needs on different levels are catered for. It is essential to have knowledge 

about the patients, of their wants and needs, as well as knowledge of interventions and 

methods of how to cater for these in order to enhance the patients’ quality of life.  

 

The conclusion this research points at is that the hospice works according to WHO’s 

guidelines although some further development may be necessary. The hospice strives to 

enhance the patients’ quality of life by preserving their autonomy and by offering a peaceful 
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passing. It is essential that the patients’ get to experience a dignified and respectful end of life. 

The personnel at the hospice presents an open-minded point of view, which means that the 

patients’ wishes are considered no matter what they may be. The healthcare personnel at the 

hospice further believes in offering and assisting the patients’ to perform activities that they 

are accustomed to. This means that all of the interventions used to enhance the patients’ 

quality of life are based on the patients’ physical, emotional and spiritual needs. It is believed 

to be essential to offer the patients’ and their families support in order to be able to cope with 

the situation.  

 

The hospice is a place that offer comfort, peace and dignity to everyone involved, patients’, 

families and personnel. Even though the hospice in Antigua and Barbuda has only been 

operational for a few years, it offers good healthcare. It is a place where love, support and 

faith plays a big role and contributes to a peaceful environment with an enhanced quality of 

life for the patients at the end of life. 

Clinical implications 
This study can be used as guidelines of factors that can contribute to an enhanced quality of 

life for patients receiving end of life care. The research presents factors that can easily be 

applied in reality and are also confirmed to be in line with WHO’s guidelines for palliative 

care. The result can contribute to an increased awareness for healthcare personnel who are 

working with palliative care regarding interventions that can be useful to enhance patients’ 

quality of life.  
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Appendix 1 
Informed consent form for personnel  
We are two nursing students from Luleå University of Technology in Sweden and we are 

currently performing our bachelors’ thesis. The aim of this study is to explore nursing 

interventions that enhances the quality of life in patients receiving end of life care in a 

developing country. This will be studied at the hospice in Antigua and Barbuda. The final study 

will be published as a bachelors’ thesis at the University of Technology in Sweden with support 

from the American International College of Arts and Sciences in Antigua and Barbuda. 

 

Since palliative care is a relatively new concept, there are significant possibilities to improve 

this form of healthcare. All varieties of executed research can contribute to a broader 

perspective concerning the development of palliative care. In this case, by performing a study 

at the hospice to illuminate nursing interventions that enhance quality of life, it may contribute 

to a broader comprehension, knowledge and consciousness regarding the personnel’s influence 

on patients’ experiences of quality of life. This study may be seen as an opportunity to contribute 

to the development of the healthcare offered at the hospice. 

 

During eight weeks we will perform a study based on interviews. This means that we will be 

working as volunteers and participate in the everyday care of the patients and perform nursing 

interventions. The main focus of the study will be on you as a healthcare professional and other 

participating personnel regarding your experience of interventions that enhances the quality of 

life of the patients. Interviews will be performed in order to gain a greater understanding of 

your perspective and experiences of working with end of life care. Participating in the study 

will not affect your daily routine, except for during the interviews, but they will be scheduled 

according to your preference. 

 

There is a risk that participating in this study might cause distressing symptoms and a feeling 

of intrusion while participating. We will however, strive to create a dialogue with you and give 

you opportunities to express your feelings. By establishing good communication at an early 

stage and opportunities to speak in confidence, signs of discomfort may be acknowledged early. 

It is essential to us to make sure that your comfort is not compromised. You may experience 

benefits by taking part in this study since it can be an opportunity for you to contribute to the 

development of the healthcare offered here at the hospice. 

 

All collected information will be handled with care and kept confidential. Your identity will not 

be revealed and you will be anonymous to readers of the published thesis. We and our mentor 

at the university in Sweden are the only ones that will have access to the collected information. 

After the thesis is finalized, all collected information will be securely stored at the archives of 

Luleå University of Technology.  

 

This is a request for you to participate in our study. It is completely optional to participate. If 

you agree to participate you are not bound to complete the study. You have the right to withdraw 

your participation at any time, due to any reason, no questions asked. In case of approved 

consent to participate, this consent will continuously be orally reaffirmed throughout the 

process of the study.  

 

 
If any questions appear throughout the course of study please contact either of us or our mentor:  

Victoria Bergqvist Henrietta Stridsman Möller  Päivi Juuso  

ivoebi-1@student.ltu.se henstr-9@student.ltu.se   paivi.juuso@ltu.se 

Researcher, Nursing student Researcher, Nursing student Mentor, Senior Lecturer  

mailto:ivoebi-1@student.ltu.se
mailto:henstr-9@student.ltu.se
mailto:paivi.juuso@ltu.se
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The study has been explained to me. I understand the purpose of the study. I have read 

and understood this consent form. All of my questions have been answered by the 

students. I will receive a copy of this information.  

I understand that when I sign this, I agree to participate in this study.  

I also understand that I have the right to withdraw my participation at any time, due to 

any reason, no questions asked.  

 

Participant/personnel   

Date   ________________________________________ 

Name   ________________________________________ 

Signature   ________________________________________ 

 

Researcher 

Date   ________________________________________ 

Name   ________________________________________ 

Signature   ________________________________________ 

 

 

 
If any questions appear throughout the course of study please contact either of us or our mentor:  

Victoria Bergqvist Henrietta Stridsman Möller  Päivi Juuso  

ivoebi-1@student.ltu.se henstr-9@student.ltu.se   paivi.juuso@ltu.se 

Researcher, Nursing student Researcher, Nursing student Mentor, Senior Lecturer  

 

  

mailto:ivoebi-1@student.ltu.se
mailto:henstr-9@student.ltu.se
mailto:paivi.juuso@ltu.se


Appendix 2 
Informed consent form for patients 
We are two nursing students from Luleå University of Technology in Sweden and we are 

currently performing our bachelors’ thesis. The aim of this study is to explore nursing 

interventions that enhances the quality of life in patients receiving end of life care in a 

developing country. This will be studied at the hospice in Antigua and Barbuda. The final study 

will be published as a bachelors’ thesis at the University of Technology in Sweden with support 

from the American International College of Arts and Sciences in Antigua and Barbuda. 

 

Since palliative care is a relatively new concept, there are significant possibilities to improve 

this form of healthcare. All varieties of executed research can contribute to a broader 

perspective concerning the development of palliative care. In this case, by performing a study 

at the hospice to illuminate nursing interventions that enhance quality of life, it may contribute 

to a broader comprehension, knowledge and consciousness regarding the personnel’s influence 

on patients’ experiences of quality of life. This study may be seen as an opportunity to contribute 

to the development of the healthcare offered at the hospice. 

 

During eight weeks we will perform a study based on interviews. This means that we will be 

working as volunteers and participate in the everyday care of you and other patients. The main 

focus of the study will be healthcare professionals and other participating personnel regarding 

their experience of interventions that enhances the quality of life of the patients. Interviews will 

be performed with the personnel in order to gain a greater understanding of their perspective 

and experiences. Some information about your situation or your symptoms may be required to 

be collected in order to explain the personnel’s interventions in context. 

 

There is a risk that participating in this study might cause distressing symptoms and a feeling 

of intrusion while participating. We will however, strive to create a dialogue with you and give 

you opportunities to express your feelings. By establishing good communication at an early 

stage and opportunities to speak in confidence, signs of discomfort may be acknowledged early.  

Participating in the study will not affect your daily routine. It is essential to us to make sure that 

your comfort is not compromised. You may experience benefits by taking part in this study 

since it can be an opportunity for you to contribute to the development of the healthcare offered 

here at the hospice and an opportunity for you to help others in your situation. 

 

All collected information will be handled with care and kept confidential. Your identity will not 

be revealed and you will be anonymous to readers of the published thesis. We and our mentor 

at the university in Sweden are the only ones that will have access to the collected information. 

After the thesis is finalized, all collected information will be securely stored at the archives of 

Luleå University of Technology.  

 

This is a request for you to participate in our study. It is completely optional to participate. If 

you agree to participate you are not bound to complete the study. You have the right to withdraw 

your participation at any time, due to any reason, no questions asked. In case of approved 

consent to participate, this consent will continuously be orally reaffirmed throughout the 

process of the study.  

 

 
If any questions appear throughout the course of study please contact either of us or our mentor:  

Victoria Bergqvist Henrietta Stridsman Möller  Päivi Juuso  

ivoebi-1@student.ltu.se henstr-9@student.ltu.se   paivi.juuso@ltu.se 

Researcher, Nursing student Researcher, Nursing student Mentor, Senior Lecturer  

mailto:ivoebi-1@student.ltu.se
mailto:henstr-9@student.ltu.se
mailto:paivi.juuso@ltu.se
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The study has been explained to me. I understand the purpose of the study. I have read 

and understood this consent form. All of my questions have been answered by the 

students. I will receive a copy of this information.  

I understand that when I sign this, I agree to participate in this study.  

I also understand that I have the right to withdraw my participation at any time, due to 

any reason, no questions asked.  

 

 

Participant/patient   

Date   ________________________________________ 

Name   ________________________________________ 

Signature   ________________________________________ 

 

Researcher 

Date   ________________________________________ 

Name   ________________________________________ 

Signature   ________________________________________ 

 

Witness 

Date   ________________________________________ 

Name   ________________________________________ 

Signature   ________________________________________ 

 

 

 
If any questions appear throughout the course of study please contact either of us or our mentor:  

Victoria Bergqvist Henrietta Stridsman Möller  Päivi Juuso  

ivoebi-1@student.ltu.se henstr-9@student.ltu.se   paivi.juuso@ltu.se 

Researcher, Nursing student Researcher, Nursing student Mentor, Senior Lecturer  

 

  

mailto:ivoebi-1@student.ltu.se
mailto:henstr-9@student.ltu.se
mailto:paivi.juuso@ltu.se


Appendix 3 
Interview guide 

 
1. Can you describe your role here at the hospice?  

 

2. What does quality of life mean to you as an individual? 

 

3. What do you believe that quality of life means for the patients’? 

 

4. What is your view on how palliative care should be performed in order to enhance the 

patients’ quality of life?  

 

5. What kind of nursing interventions do you perform to address patients’ different 

needs?  

 

6. What kind of interventions do you carry out in order to enhance patients’ quality of 

life? 

   

7. What kind of nursing interventions do you prefer to use to identify patients’ need to 

enhance their quality of life?  

 

8. How would you describe that the patients’ own idea of their quality of life affect 

interventions performed for them?  

 

9. Can you describe some interventions that you as healthcare personnel has experienced 

to be efficient to prevent patients from suffering? 

 

10. What situations not related to the symptoms of the disease have you experienced to 

cause distress for the patients?  

 

11. Can you describe interventions that you perform to promote an active life for patients 

receiving palliative care?  

 

12. How do you as a healthcare personnel offer support to patients’ and their 

families/friends to approach the subject of life and death? 

  

13. How do you get the patients and their families to understand that death is 

approaching?  

 

14. How would you describe that the collaboration between different healthcare 

professionals affect the quality of performed interventions?  

 

15. Do you believe that your access to pharmaceuticals and drugs effect patients quality of 

life?   

 

16. How do you improve your own knowledge regarding interventions that enhances the 

quality of life in patients’ receiving palliative care? 



Appendix 4 
An example from the data analysis process 

 

try to set up a meeting as 

early as possible to discuss 

the illnesses the prognosis 

the management and the 

expectations for the patient  

To discuss the patients 

prognosis as early as 

possible.  

Communication. 

To inform the patients 

as early as possible 

regarding their 

situation.  

To inform 

the patients 

about their 

situation and 

what is to 

come to help 

them cope 

with 

insecurities 

shortly after 

admittance.  

To help the 

patients to cope 

with their 

situation by early 

informing and 

talking to them 

about their 

situation and that 

end of life care 

means making the 

end of life 

tolerable, pleasant 

and comfortable 

without any life-

sustaining 

treatments.  

To give the patients 

information and talk to them 

as a healthcare personnel 

regarding their situation.  

What do you believe the 

patients need to know about 

their condition? Everything 

everything that they can 

understand I don’t think it 

is fair to hold back 

information from patients  

To let the patient know 

everything about their 

condition.  

Knowledge. 

To inform the patients 

about their situation 

and condition.  

To let the patient know 

everything they can 

understand regarding their 

condition.  

Knowledge. 

if you're doing something 

you gonna say ehm such 

such i'm just doing i'm just 

tidying your table whatever 

cause they want to know 

what's going on  

To know what is going on.  Knowledge. 

To let the patient know 

what is going on.  
Information. 

To inform the patients 

as much as possible 

about their situation 

and what is to come.  

What do you believe the 

patients need to know about 

their condition? Everything 

everything that they can 

understand I don’t think it 

is fair to hold back 

information from patients  

Not fair to hold back 

information from the 

patients.  

Information. 

so we try to tell them in so 

many words not in a way to 

make them scared or 

frightened but to let them 

accept slowly what 

changing 

To give the patients a 

detailed description of what 

to come.  

Information. 


