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Abstract of the Thesis 
Introduction 

Preserving patient dignity is an overarching tenet in palliative care. Though patient dignity 
and its multiple facets have been studied in Western societies, interpretations of dignity may 
change depending on the context influenced by socio-cultural, and political circumstances, 
ensuing in different meanings and implications.  

Aim 

To explore the interpretations of the concept of dignity perceived by patients with palliative 
care needs and family caregivers within the Lebanese context.  

Method  

1. An integrative review to explore and synthesise evidence on the understanding of dignity in 
the Middle Eastern palliative care context.  

2. A qualitative interview study with fourteen patients with palliative needs and fifteen family 
caregivers to understand how dignity is interpreted and preserved in illness. The data were 
analysed inductively using reflexive thematic analysis. The findings from the two groups of 
participants were compared against each other and with the Chochinov Model of dignity. 

Findings 

Most of the findings from the integrative review came from Iran. Seven themes were 
developed: Maintaining privacy and secrecy; Gentle communication to preserve hope for 
wellbeing; Financial stability and accessibility of medical supplies; Family Support; Physical 
Fitness; Reliable health care, and Social justice that endorses equal care to all. Patients’ and 
family caregivers’ interviews revealed four common themes about maintaining dignity: a) The 
importance of faith b) The need to preserve physical, social, and mental wellbeing c) The 
central role of family d) Compassionate health care. These findings were similar to the themes 
synthesised from the integrative review highlighting the impact of context in understanding 
dignity. When comparing the findings to the Chochinov Model of Dignity, preserving outer 
physical appearance, equitable and affordable care and health resources were two new 
subthemes that surfaced as necessary for maintaining dignity during illness. Faith and family 
support emerged as central findings anchoring patient dignity. On the other hand, Autonomy 
and Aftermath concerns, themes mentioned in the Chochinov Model, appeared to be of less 
importance in this participant group.   

Conclusion  

In contrast to Western countries, faith and family ties in Lebanon are central in understanding 
and maintaining dignity for patients with palliative needs. This study demonstrates that 
cultural values and the overall socio-economic and political environment shape patients’ 
interpretations of dignity, resulting in implications for policy, clinical practice, community 
initiatives, and education.   
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Chapter 1. Introduction 
 

1.1 The Research Context 
What captured my attention in palliative care is its new and enticing ethos that 

considered a revolutionary movement in the field of medicine. Palliative care is practiced 

by very few health care professionals in Lebanon adding a much-needed layer of 

compassionate care through its holistic approach (Osman, 2015). I was lucky to be 

working in an academically affiliated health institution in Beirut where palliative care 

services existed in a reserved manner. A three -member hospital-based team consisting of 

a doctor, a nurse, and a psychologist visited the patients who were dying to provide 

support a few days before their death upon referral from their primary physician. I was 

captivated by the work of palliative care team because it was emancipatory as it sought to 

reduce suffering in patients with serious incurable illnesses regardless of age, gender, or 

diagnosis, aiming to improve the day to day living amid hopelessness (Radbruch et al., 

2020; WHO, 2020). The conversations about end of life and death by the palliative team 

somewhat defied the standard norms and pride in medicine that resisted the notion of 

mortality, regarding it a medical failure (Exley, 2004; Lancet, 2018; Rosenberg, 2011). As a 

clinical nurse instructor who spent some time on the ward with students, I learned how 

the palliative care team was humbly and elegantly tackling issues which were intimate and 

important for the patients.  The palliative team addressed their needs:   how to sleep 

better, to manage incontinence, and what meals are easily digested. All this was done 

with kindness, understanding, validating patient concerns, and preserving dignity in day-

to-day living (Kennedy, 2016). I realised how dignity was fragile and at risk in patients with 
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serious illnesses, under the impact of complex symptoms that caused a deviation from 

normal and left them demoralised from their incurable condition (Chochinov, 2006; Van 

Gennip et al., 2013). Against this reality, palliative care addresses the ‘total pain’ of 

patients that active medical treatment tends to shy away from. Palliative care reframes 

caring by individualising care, allowing patients and families to take an active role that 

resonates with the patient specific narrative maintaining their dignity (Clark, 2014). From 

these reflections, I developed an enthusiasm to explore the finest of human values, the 

concept of patient dignity within the palliative care context in Lebanon.  

1.2 Aim and Focus 
The aim of this research is to explore the interpretation of the concept of dignity in adult 

patients with palliative care needs and family caregivers in Lebanon. Dignity is ‘the quality 

or state of being worthy, honoured, or esteemed’ (Merriam-Webster online, 2018).  

The concept of dignity and dignity promoting interventions in palliative care has been well 

debated and analysed in the Western literature, however, it remains minimally assessed 

in the Middle Eastern setting, leaving the utility of the Western literature and 

recommendations uncertain. Though dignity is a universal human need, it is a value 

charged phenomenon which is highly contextual. The meaning of dignity needed to be 

defined from the viewpoint of the Eastern Mediterranean part of the world, and 

compared to the existing literature (Kadivar, 2018). To achieve the aim, the study had four 

objectives: 

A) Explore the interpretations of the concept of dignity in patients with palliative 

needs as perceived by patients and family caregivers.  
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B) Examine how dignity is experienced while receiving health services in adult 

patients with palliative needs.   

C) Assess how family caregivers perceive and preserve the dignity of their relatives 

with palliative needs during illness and while receiving health care services.  

D) Critically assess and compare the findings of the research in relation to 

Chochinov’s Dignity Model. 

1.3 Need for the Research  
Palliative care is underdeveloped in Lebanon and delivered through a few charitable 

organisations and some large tertiary hospitals (Osman, 2015). Though Lebanon has the 

fastest ageing population in the Arab region (ESCWA, 2021a) with high rates of non-

communicable diseases (Soueidan, 2018), various challenges hinder the effective delivery 

and integration of palliative care in its mainstream health services (Daher et al., 2008).  

To improve palliative care practice in Lebanon, evidence-based research that reflects 

native culture and needs is essential. Exploring the concept of dignity, and the actions or 

conditions that protect or harm dignity in patients with palliative needs, would be a 

starting point for widening insight and propose strategies to promote patient dignity. No 

studies exist which explore dignity in Lebanon, so the intention of this study was to 

generate original knowledge that would be useful in understanding the fundamental 

concept of dignity in patients with palliative needs and family caregivers, and maybe guide 

clinical and community practice.  



11 

 

1.4 The background of the researcher 
To explain my position to the reader and enhance transparency, I describe my different 

roles that may have affected the selection of the topic, research design, and 

interpretation of the findings. The PhD training opened the window for multiple reflective 

moments that made me realise how my career as a nurse and a nursing instructor, my 

religious worldview that focused on kindness, and my societal expectations have impacted 

my perspective and behaviour. This research was conducted during the corona virus 

(Covid-19) pandemic, amid the immense socioeconomic decline in Lebanon where overall 

suffering, hardship, and inequity had soared.  The restricting conditions enacted due to 

the Covid-19 pandemic, the extremely volatile socio-political situation in Lebanon 

compounded by the Beirut port gas explosion in August 2020, have left their mark 

throughout the research phases slowing its progress and affecting participant responses.   

Living through these challenges as a nurse, instructor, a caregiver, a mother of three 

children, and the painful death of my father-in-law, has strengthened my determination 

to advocate for palliative care, with the aim of increasing patient dignity and awareness of 

palliative care in my community. 

1.5 Summary of the methodology  
An integrative review was conducted first to explore and synthesise the concept of dignity 

in palliative care in the Middle Eastern setting. Then I conducted the research using a 

qualitative design influenced by social constructionism. Qualitative methodology is ideal 

to investigate human experiences and unveil participant perspectives and meaning 

attributed to phenomena such as patient dignity (Creswell, 2009). The data were collected 
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through in-depth interviews of adult patients with advanced chronic or terminal illnesses 

and family caregivers via telephone calls. In person interviews were carried whenever 

circumstances allowed, applying protective precautions to prevent Covid-19 transmission. 

The interviews of patients and family caregivers were analysed inductively using reflexive 

thematic analysis (Braun & Clarke, 2020). The findings from both groups of participants, 

patients, and family caregivers, were compared to the integrative review, the wider 

international literature, and the empirical model of dignity (Chochinov, 2002).   Assessing 

the findings against the Western literature, particularly an established model of dignity, 

was regarded as essential to understand the impact of context on experiences of dignity, 

gaining insight into sociocultural, economic, and political factors that shape perception 

and life of dignity in palliative care.  

1.6 Contribution to Knowledge  
This thesis makes several contributions to the understanding of the concept of dignity in 

palliative care settings. First, it illuminates the differences in the interpretations of the 

experience of dignity in patients with palliative care needs, from a diverse cultural 

background providing a non-Westernised perspective. The findings unveil how dignity and 

wellbeing is dependent on the overall social, political, cultural, economic, ecological, and 

spiritual factors, that shape patient needs, perceptions, and experiences of dignity (Folke 

et al., 2016). This thesis uncovers how social and cultural capital, such as family, 

traditions, and religion, provide patients with support and grounding for dignity. Family 

caregivers, who are actively involved in the care of the patient, and spiritual faith, 

constitute the platform for a safe and a dignified living for the palliative care patient. The 
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findings highlight the importance of relationships and the feeling of connectedness as a 

precondition to preserving dignity. These relationships assist the patient to access health 

services and secure vital resources, thus preserving dignity. The multiple layers that 

represent the essence of dignity for patients with palliative needs is articulated by 

synthesising a model, the ‘flower of dignity’ (see chapter 7).   

The findings generate recommendations that could be referred to by health providers, 

clinicians, communities, families, health educators, key society leaders and policy makers 

in introducing change, devising interventions, policies, and creating communities and 

social circumstances that affirm and promote patient dignity in advanced and terminal 

illness.  

1.7 The Organisation of the Thesis 
The thesis is composed of seven chapters.  

Chapter 1: Introduction. The chapter provides an overview of the research topic, states 

the aims, the context, the design, and the contribution this thesis make to knowledge. It 

also states the impetus for selecting the subject of patient dignity highlighting the 

researcher’s background. 

Chapter 2: Background. This chapter describes the social and political setting and the 

state of palliative care in Lebanon. It touches upon the ethos of preserving patient dignity 

in palliative care amid serious illness. The evolution of dignity is described, delineating the 

main dignity theories in palliative care.  
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Chapter 3: Literature Review. This chapter presents an integrative literature review that 

explores and synthesises the evidence on dignity within palliative care in the Middle 

Eastern context. The review followed the Whittmore & Knafl (2005) integrative method 

that incorporates quantitative and qualitative papers to develop a comprehensive 

understanding of the phenomenon. The search strategy, inclusion/ exclusion criteria, data 

extraction and the seven themes generated from the included papers are presented 

culminating in seven themes of dignity.  The findings are compared for similarity to the 

Chochinov model of dignity. The review was published as: Dakessian Sailian, S., Salifu, Y., 

Saad, R., & Preston, N. (2021). Dignity of patients with palliative needs in the Middle East: 

an integrative review. BMC Palliative Care, 20(1), 112. https://doi.org/10.1186/s12904-

021-00791-6  

Chapter 4: Methodology. This chapter presents the philosophical orientation of social 

constructionism and the rationale for using qualitative methodology and reflexive 

thematic analysis by Braun and Clark (2006).  It describes the data collection method, 

sampling, recruitment, and data analysis. The chapter also includes a section on the 

researcher’s reflexivity and methods applied to assure the trustworthiness of the 

research. 

Chapter 5: Methods. Here the methods used for conducting the research are described. 

The sampling method, recruitment, ethical committee approval, and method for 

interviewing is detailed with their subsequent rationale. The data analysis method by 

Braun and Clark (2013) is also described with supporting steps on how to maintain the 

quality of the research.    

https://doi.org/10.1186/s12904-021-00791-6
https://doi.org/10.1186/s12904-021-00791-6
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Chapter 6: Findings from patients’ experiences. The demographics of the participants are 

described. The four themes and sub-themes developed from the patients’ interviews that 

describe their perception of dignity and attributes of dignified health care are elaborated. 

The four themes are a) the importance of faith, b) the need to preserve physical, social 

and mental wellbeing c) the central role of family and children, d) compassionate health 

services. The sub-themes are displayed as a visual thematic map.  

Chapter 7: Findings from family caregivers’ experiences. The demographics about the 

family caregivers are described and the four themes and their sub-themes analysed from 

the family caregiver’s data. The themes are a) duty for kind and loving discourse, b) 

securing a good quality of life, c) maintaining the social role in the society, and d) the role 

of health services in maintaining dignity. A thematic mapping of the findings is displayed. 

Chapter 8: Discussion. This chapter compares the findings between patient and family 

caregivers’ interviews, identifying similarities and differences. It then evaluates the 

themes against the integrative review conducted (chapter 2) and wider international 

literature including the Chochinov model of dignity. The findings are distilled and 

illustrated in a proposed new model of dignity: the ‘flower of dignity’. The chapter ends 

with a personal reflection and implications for practice, policy, and research.  
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Chapter 2. Background 
 

In this chapter I describe the context of Lebanon, giving an overview of its demographic 

composition, the fragmented health care system, and the intensifying socio-political 

turmoil amid Covid-19 pandemic. The chapter gives an exposition of palliative care 

development, highlighting how preserving dignity of patients is an integral part of 

palliative care. The infancy of palliative care in Lebanon, common practices and challenges 

are elaborated. Finally, theories of patient dignity in the palliative care context are 

outlined, focusing on the Chochinov Model which is chosen as a benchmark for 

comparison in this thesis.   

2.1 The Socio-political State and Health System in Lebanon 
Lebanon is a small Arab country on the Eastern coast of the Mediterranean Sea with a 

population of 6.8 million (WorldAtlas, 2021). It is bordered by the Republic of Syria from 

the north and east, bounded by state of Israel from the south, and the Mediterranean Sea 

from the west. Though regarded as an Arab country, its heterogeneous population, 

multiple spoken languages like Arabic, French, Armenian, and Kurdish, and the rugged 

geography of mountains, green valleys, and sandy shores in the south differentiates it 

geographically and socially from the Arab region. The social fabric of Lebanon consists of 

plural sects and diverse religious ethnic groups striving in the same land (WorldAtlas, 

2021).  Each of the eighteen officially recorded sects have representation in the 

governmental parliament that parallels their demographic size in the country (see chart 

2.1). The Shia and Sunni are the dominant Muslim groups , while Maronite Christians are 
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the major denomination among the Lebanese people (CIA World Factbook, 2020; Khalaf 

et al., 2020).  

Lebanon is a democratic country governed by political blocs that enact power and 

communal autonomy in regional districts. This often creates ideologies and practices 

within indistinct religious ethnic groups mobilising grounds for privileges in governance 

(Joseph, 2011). Sectarianism has kept a few influential families in political power for 

generations who have gained influence, creating a system of informal ‘clientelism’ that 

encourages personal service-based relations between citizens and politically influential 

families or parties, reinforcing the authority of the head of the party ‘zaaim’ (Joseph, 

2011). Political clientelism strengthens loyalty to partisan parties on the account of 

national or state interests cultivating religious and political divisions and polarisation 

(Bugh et al., 2021; Harb, 2006; Joseph, 2011). Though Lebanon enjoys a greater level of 

social openness and tolerance compared to the neighbouring Arab countries, its history is 

characterised by political unrest, turmoil, and instability influenced by regional conflicts 

and global political tensions and interests (Calfat, 2018).  
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Chart 2.1 Religious demographics in Lebanon 

Before the civil war that lasted from 1975-1991, Lebanon was regarded to be a 

prosperous country, well-known for its banking sector and tourism, repeatedly praised to 

be  the “Switzerland” of the Middle East (Bugh et al., 2021). It enjoyed a booming 

economy and service sector due to its fair climate, Mediterranean diet, and hospitable 

culture. When the civil war ended, the government made efforts to refurbish the weak 

health care system by building hospitals and dispensaries. However, private hospitals took 

the lead in the health system, becoming the mainstream of medical care, while the public 

services remained underdeveloped with minimal utilisation (Ammar, 2009).  

The services delivered through the privatised hospitals were mainly curative, targeting 

acute management of medical conditions with an emphasis on advanced, interventional 

technology (Al-Sudaid, 2021). Primary health or health promotion services were mostly 

neglected (Lerberghe et al., 2018). Health services provided by the private sector, though 

expensive, were perceived to be of higher quality than those delivered by public 

institutions. The Lebanese Ministry of Public Health reimbursed a long list of surgeries 

Muslims
61%

Christians
33%

Druze
5%

Others
1%

RELIGIONS/ SECTS
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provided by private hospitals, inpatient and outpatient diagnostic tests, and some 

essential medicines and this cost coverage often led to over-medicalisation and inflated 

bills (Lerberghe et al., 2018). Preventive services and primary health care approaches 

remained fragmented, mostly run by non-governmental organisations and charity groups 

with no financial subsidisation from the government (Kronfol, 2006). With the weak 

governance of the ministry, the health care sector was largely commercialised, resulting in 

reduced access to quality care (Lerberghe et al., 2018). The public hospitals made up only 

12% of the total hospitals. Their health services were basic, stigmatised for the poor, and 

regarded as the last resort for the regular citizen (Kronfol, 2006; Sen & Mehio-Sibai, 2004).  

Reforms were urgently needed to increase the role of the government from a mere 

source of funding for private hospitals’ services and interventional procedures to an active 

partner in shaping the nation’s health. There was a dire need to regulate the system, set 

priorities, restore balance between the types of service provision, create equal access and 

distribution of resources, and uphold quality of practice (Lerberghe et al., 2018; WHO, 

2000).  

Despite the lack of a national health policy to improve quality (El-Jardali & Fadlallah, 

2017), health indicators and outcomes outperformed neighbouring countries (Van 

Lerberghe et al., 2018). Lebanese private hospitals became a medical hub in the Middle 

East region catering for many Arab citizens, particularly patients from war- inflicted Iraq, 

who came to receive cancer or reconstructive therapy. The uninterrupted flow of patients 

from the Arab region to Lebanon resulted in the country becoming a site for health 

tourism (Dewachi et al., 2018).  
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2.2 Government Mismanagement and Triple Crisis 
With an unstable political situation, especially with the rise of governmental debts and the 

increasing polarisation of political parties, the health care success did not last long (Shallal 

et al., 2021). The economy was compromised with the ongoing war in adjacent Syria since 

2011, that led to the influx of more than one million Syrian refugees in 2019, mostly Sunni 

Muslims, to the existing seven million citizens (UNHCR, 2020). Lebanon was sucked into 

the vortex of economic downfall as sanctions were applied to Syria (Council of EU, 2021), 

which transformed Lebanon into a gateway for smuggling goods and essential supplies to 

the country (Awad & Andre, 2021). The displacement of Syrians strained the Lebanese 

economy, pressuring its infrastructure, environment, and vital sectors such as the 

educational and health care system, depleting national resources (UNHCR, 2020; Van 

Lerberghe et al., 2018).  

In October 2019, civil protests were ignited by the austerity measures and high 

unemployment rates, with protesters demanding social justice and reform (ACLED, 2021). 

These public demands were still unresolved when the first case of Covid-19 was 

announced in February 2020, increasing economic tension and ushering in a collapse of 

the socio-political situation. Mistrust in the government was intensified with the massive 

Beirut Port blast in August 2020 that killed hundreds and injured thousands of civilians. 

More than two tons of ammonium nitrate stored in the port of Beirut exploded, resulting 

in the complete destruction of a large area of Beirut downtown and displacing many 

residents.  The explosion left the country traumatised as people lost their 

neighbourhoods, loved ones, shelter, workplace and livelihoods. The country’s vital 
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institutions were paralysed as large hospitals, schools and industrial institutions were 

ruined losing total functionality (Devi, 2020; Elghossain et al., 2020).  

The country could not endure the triple impact of the massive blast, the raging Covid-19 

pandemic, and an economic plunge ensued with the rapid devaluation of the Lebanese 

pound and exponential hyperinflation in the market (Bugh et al., 2021). With widespread 

unemployment, more people have suffered from poverty, shortage of food and basic 

material goods such as electricity and fuel supply. The healthcare system has been 

adversely impacted with a severe shortage of medical supplies and the emigration of the 

medical and nursing personnel as salaries collapsed. Lebanese citizens have struggled to 

receive basic health care and medicines (Human Rights Watch, 2021).  

2.3 The State of Palliative Care in Lebanon 
In 2014, palliative care was declared as an international human right to be delivered 

equitably to all who suffered from serious illnesses (Brennan, 2007; WHO, 2014). Palliative 

care offers the active and holistic care of individuals at the end of life with the aim of 

improving their own and their families’ quality of life (Radbruch et al., 2020). Yet, most 

patients around the world, particularly in low- and middle-income countries, die in 

uncomfortable and distressing situations without access to palliation ( Abu-Odah et al., 

2020; Knaul et al., 2018; Sleeman et al., 2019)  Patients’ end of life and death is often 

completely medicalised with little attention paid to individual dignity or communication 

with the families, and few opportunities for a natural and peaceful ending (Sallnow et al., 

2022). Dignity related distress is a concern, as patients with advanced or terminal 

conditions experience a heightened level of physical, psychological burden (Chochinov 
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2002 b). Losing dignity is related to being a burden to others, loss of control and 

autonomy, or worsened physical functionality (Chochinov, 2006; Kennedy, 2016; 

Oosterveld-Vlug et al., 2013) Dignity is jeopardised when patients’ personal lives are 

violated by illness and they lose meaning and hope in life, often feeling alienated from 

their environment (Staats et al., 2020). Dignity at the end of life is a central tenet to 

palliative care.  

Palliative care in Lebanon is underdeveloped, echoing the situation found in many of the 

low- and middle-income countries palliative care. Lebanon is categorised by Lynch et al 

(2013) as a group 3a country, defined as where palliative care service delivery is isolated, 

heavily dependent on donors and only marginally supported, with minimal availability of 

morphine (Lynch et al., 2013). In Lebanon, there are very few home-based palliative care 

services with only six teaching-hospitals that cater for palliative care needs from a total of 

167 hospitals (Daher, 2021; WHO, 2000). Less than fifteen physicians are registered in the 

Ministry of Public Health as palliative care specialists in a country where the rate of 

physician is two per 1000 citizen (Daher, 2021; World Bank, 2018). Though the palliative 

care movement started to take root from 1995, enhanced through the establishment of a 

National Committee for Pain and Palliative Care in 2012, it has progressed slowly facing 

multiple impediments in policy, culture, perception, and shortages of resources (Hajjar, 

2021; Soueidan et al., 2018). 

The mainstream medical practice is to continue aggressive treatment until the end of life, 

and only where available refer to palliative care services at the point when interventions 

are exhausted, and a patient is imminently dying (Hajjar, 2021; Mouhawej et al., 2017; 
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Rida & Zeineldine, 2013). It is not uncommon to witness patients dying in hospitals while 

undergoing sophisticated treatments with the justification of prolonging life even if that 

brings greater suffering (Daher, 2010; Mouhawej et al., 2017). Heroic attempts at 

resuscitation by the medical team have gained preference instead of acknowledging when 

it is more appropriate to allow a traditional or natural death (Ammar & Hamra, 2013). 

Comfort in care is rarely discussed and is only resorted to when hope for cure is null and a 

consensus is reached among the primary physician, the patient or his/her surrogate and 

the head of the concerned medical department to commence a palliative care approach 

(Rida & Zeineldine, 2013; Soueidan et al, 2018). The prevalent religious belief is that life is 

a sacred gift from God and illness happens only through God’s will. God can provide a cure 

in times of illness. Thus, maintaining life at all costs is a divine responsibility even if it 

involves pain and distress (Aramesh & Shadi, 2007; Choong, 2015).  

On the other hand, palliative care services are a privilege for the few, as health insurance 

schemes rarely fund the cost of palliative care services (Soueidan et al., 2018). Some 

initiatives for pain and symptom management services have emerged as the annual quota 

for morphine in the country increased from 0.5kg in 1995 to 4.5kg in 2001 (Daher et al., 

2002). The Ministry of Public Health provides opioids for individuals who present a 

medical prescription and a certificate describing the diagnosis. Cancer patients are 

allowed a one-month supply of the prescribed opioid from pre-specified pharmacies that 

can be renewed on a yearly basis (Daher & Doumit, 2017). However, overall consumption 

of opioids remains extremely low compared to Western nations (Duthey & Scholten, 

2014). 
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Communication about advance directives is the least established in Middle Eastern 

countries (Silbermann et al., 2015).  Most patients at the end of life are unaware of their 

rights to assign a proxy to voice their preferences if they were to be incapable of doing it 

due to the illness (Feghali et al., 2018). Documenting patient wishes or preparing advance 

directives are not endorsed by law (Rida & Zeineldine, 2013). Anticipatory planning for 

end of life is not addressed as total disclosure of a patient’s prognosis is not regularly 

practiced due to hesitancy in sharing information from families and physicians (Bou Khalil, 

2013; Feghali et al., 2018). Though the Lebanese decree recommends physicians to reveal 

the nature of illnesses or possibility of imminent death to the patient, it also allows the 

physician to refrain from revealing a poor diagnosis based upon personal/professional 

preference and judgement (Code of Medical Ethics, 2012). Farhat et al. (2015) reported 

that 83 % of physicians were in favour of disclosure, however, only 14 % communicated 

the diagnosis to their patients. Physicians also have the habit of using alternative 

terminologies such as ‘severe inflammation’ or ‘intravenous medication’ evading the word 

cancer or chemotherapy while communicating with their patients (Feghali et al., 2019).  

Since families play a key role and hold a heavy responsibility in patient care, physicians 

often reveal the truth to one of the family members who may in turn conceal it from the 

patient (Khalil, 2012; Osman, 2015). Excluding the patient from the end-of-life discussions 

is practised with the intent of protecting the patient from psychological despair, 

particularly in patients with cancer, due to the attached stigma and perceived incurable 

nature (Osman, 2015).  Often, close family members are uncomfortable in acknowledging 

the probability of death, supporting futile interventions with false expectations of 
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recovery (Silbermann et al., 2012). Such situations and dynamics usually lead to over-

treatment and high frequency of hospitalisations (Osman, 2015).  

2.3.1 The Effect of Covid-19 Pandemic on Palliative Care in Lebanon 

During the Covid-19 pandemic, only two hospitals with palliative care services provided 

support to their patients through telephone calls with the intention of keeping patients at 

home (Yamout et al., 2020). Health care providers tried to separate patients with cancer 

in dedicated departments distancing them from patients with Covid-19 infection. The 

Lebanese society of medical oncology recommended that physicians discuss the benefits 

and risks of therapies and accordingly limit or delay weekly curative therapy to patients 

with metastatic disease or poor prognosis to accommodate the high influx of patients 

infected with Covid-19 (Bitar et al., 2020).  However, it is unclear whether this 

recommendation was implemented or resulted in effective management of cancer 

patients as some were reluctant to modify the treatment plan (Kattan et al., 2020). 

Though the provision of palliative care during a pandemic is an essential part of 

comprehensive response to the high rates of death and hospitalisations (The Lancet, 

2020), there has been no national attempt to reactivate the role of palliative care teams.  

Hospitals were overwhelmed and ran short of nurses, critical care beds and medical 

supplies as a result of both the pandemic and the economic recession. It has been 

forecasted that the impact of Covid-19 could have severe implications in limiting medical 

supplies and health resource in poor countries (Salifu, et al., 2020). Patients assigned to 

curative treatment were prioritised over those with palliative needs, who were advised to 

stay home and receive support through telemedicine when feasible (Kattan et al., 2020). 
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The need for palliative care is more pressing in Lebanon than ever as non-communicable 

diseases and the ageing population are rising (Abdulrahim et al., 2015). Studies showed 

that around 15,000 patients need palliative services on a yearly basis (Soueidan et al., 

2018). As mortality rates have increased due to the Covid-19 pandemic (Knoema, 2020) 

Lebanon is expected to have a higher need for palliative care to address health related 

suffering. However, most patients perceive modern medical treatments superior to any 

other alternative therapy and prefer doctors who have mastered the state-of-the-art 

medical technology (Ayoub et al., 2015). The patient-physician relationship is non-

egalitarian with physicians or family relatives as the dominant decision makers for the 

patient’s care (Ayoub et al., 2015). Some patients perceive that the relationship is flawed 

by the physician’s intention of making a profit from the patient’s illness rather than caring 

for the patient (Arawi, 2010). Though the Lebanese data is scarce and insufficient to 

generalise, it seems that the social, political, and medical grounds are still not ready for 

embracing integrated palliative care services.   

 

2.4 Evolution of the Concept of Dignity 
The concept of human dignity has received wide attention over the centuries in human 

sciences, social discourse, human rights, and clinical practice (United Nations, 1948; 

Willison, 2016). The recent movement ‘Black Lives Matter’ in 2020, reveals a call for social 

justice and equality with the urgent need to protect human dignity with no racial 

discrimination (Bhattar, 2021).  The state of human dignity has been argued by scholars, 

historians, and theologians and its definition analysed from Aristotle to Cicero, Hobbs, 

Rousseau, Kant, and others (Sychev, 2017).  According to a Kantian approach, a German 
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philosopher in the 18th century, dignity is an intrinsic value grounded in all individuals who 

have moral autonomy and agency to do good. Dignity is rooted in human acts of morality 

and righteous behaviour placing humankind above all other living things (Kant, 1981). 

Dignity has also been ascribed to social status, rank, prestige, and position acquired with 

hierarchical understanding amongst others in society. In this social and relational 

understanding, people of higher office such as an archbishop or a duke are warranted 

higher worth, respect and virtue (Cicero, 1991; Waldron, 2009).  

In the last century, the concept of dignity has been transformed into a universal feature 

that underlines the central framework of human rights as freedom, justice, and peace. 

The concept has evolved as a foundation of constitutions and organisations, and a key 

element in creating democratic states (Stein Messetti & de Abreu Dallari, 2018). The 

United Nations in advancing human rights, declared legislation on patients’ rights to 

access health and medical care, information, privacy, non-discriminatory and quality care 

(Beletsky et al., 2013) . Health services offered to patients were increasingly required to 

comply with human rights norms and agreements, chartered in different international or 

regional treaties, in order to provide a safe environment to receive and deliver health 

services to all agents, patients, and providers (ECHR, 2013; ESC, 2015). Human rights laws 

create a foundation to deter violations of human dignity such as breaching confidentiality, 

denying pain relief, imposing treatment on patients, and so forth. The right to human 

dignity incorporates a patient’s freedom ‘to control health and body’, the right to respect 

private and family life, the right to information, and the right to accessibility of health 

services without discrimination, as integral components of health care to promote human 
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wellbeing and a fair society (Cohen & Ezer, 2013). The UK Human Rights Act 1998, for 

instance, ensures human rights for patients are respected and protected by public or 

private health bodies, where rectifying action is introduced when violations occur 

(Whitehouse, 2020).  

2.5 Dignity in Illness and in Palliative Care 
Affirming human dignity is recognised in several international initiatives. For example, the 

Europe wide Amsterdam Declaration on Promoting Patients’ Rights calls for patients to be 

treated with respect and integrity in health care (WHO, 1994). Dignity is a well-established 

tenet in the International Council of Nurses (2021) code of ethics, which states that all 

patients have the right to life, the right to choose and the right to be treated with dignity 

without discrimination in age, gender, colour, religion, ethnicity, sexual orientation, 

socioeconomic status, or other affiliations (International Council of Nurses, 2021).  

Patients with advanced chronic or terminal illnesses such as cancer or organ failure may 

experience an array of physiological, psychosocial, spiritual, and existential challenges that 

reduce their sense of worth or purpose in life. They can experience a loss of dignity and a 

diminished desire to live (Chochinov et al., 2006, 2016). Heightened functional 

dependency in serious illnesses, loss of hope, control and autonomy can negatively impact 

self-image, leading to isolation and declined quality of life (Chochinov et al., 2002; Enes, 

2003).   

 In acute care hospital settings, patients have identified poor health status and loss of 

personal privacy as threatening to dignity (Tehrani et al., 2018). Health care providers’ 

attitudes and approaches toward the patient, such as an authoritarian or curt 
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communication adversely impacts a patient’s dignity (Baillie, 2009; Tehrani et al., 2018). 

(Baillie, 2009; Tehrani et al., 2018).  In intensive care units, shared human values between 

health care providers and patients, respecting personal stories and patient autonomy 

endorses the commitment to uphold patient dignity amid severe illness (Henry et al., 

2015). For patients facing incurable illnesses and living at home, dignity has been found to 

include feeling treasured, able to make your own decisions, and feeling hope and meaning 

in life. Feeling dignified was more affected by the approach of carers to patients during 

the time of illness than the place patients resided (Staats et al., 2020).  

Bodily changes due to the illnesses or treatments can bring forth feelings of shame and 

vulnerability that may threaten patient dignity, particularly when relying on others for 

self-care, services, or planning of care (Bagheri, 2012; Kennedy, 2016; Lorentsen et al., 

2019). Dignity of an individual is not only endangered by the physical changes caused by 

the illness but also through social positioning and patient experiences when seeking 

essential health services (Chochinov, 2007). Urgent needs when sick, including the 

vulnerabilities of being poor, ashamed, or having asymmetry or inequality in relationships, 

are all in a dynamic interplay affecting the perception of dignity or its violation (Jacobson, 

2009). In the wider understanding of patient dignity in the health care setting Jacobson, 

(2009b), explains how discrimination, exclusion, objectification, and deprivation are some 

of the acts that violate dignity.  

A sense of dignity in institutionalised older adults in need of palliative care is influenced by 

the health care facility, staff members’ attitude and behaviour, patient’s independence, 

and personhood in relation to family, friends, and society (Hasegawa & Ota, 2019; Lin et 
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al., 2012). In older adults, human dignity is conceptualised as maintaining identity, 

integrity and the ability to have free choice associated with control and self-determination 

(Woolhead et al., 2004). Professional attendance for optimum medical aspects of care 

should include a holistic caring for a patient that emphasises a holistic attention and 

validation of the unique stories and concerns that accompany the individual during the 

illness (Paulson, 2004).  

Patients in Iran were found to experience dignity when medical resources and facilities 

are accessible, and treatment is delivered by same gender health care providers. 

Impersonal communication, infringement of personal privacy by health care staff is 

perceived to damage dignity (Ebrahimi et al., 2012).  Evidence has revealed that 7.5 % of 

terminally ill cancer patients in palliative care units in Canada, have concerns about the 

loss of their dignity. These patients had relatively higher psychological distress, symptom 

burden and greater dependency that led to a loss of vitality to continue life (Chochinov et 

al., 2002b). Non-cancer patients also experience mild to moderate levels of loss of dignity 

due to varying levels of distress and unique difficulties at the physical, psychological, or 

spiritual dimension at end of life (Chochinov et al., 2016).  

Though dignity is a universal human need, it is complex, cultural, entailing multiple 

dimensions (Kennedy, 2016). Its conceptualisation is influenced through the context 

carrying different connotations and implications in health care provision (Lou et al., 2020). 

The perception of dignity during illness is affected by the social agency of the actors, the 

overall properties of the setting, and the prevailing societal order that affects social 

interactions, interpretations, and patterns of behaviour within and among individuals 
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(Jacobson, 2009).  Language, religion, social frameworks, economic stability, the health 

care system, and context of time and place are in an active interplay shaping patient 

needs and experiences of illness and dignity  (Cottrell & Duggleby, 2016; S. Dakessian 

Sailian et al., 2021; Lou et al., 2020; Van Gennip et al., 2013). In Lebanon, whilst protecting 

patient dignity is not explicitly stated in the Lebanese patients’ rights laws (MOPH, 2004), 

it is part of the Lebanese medical ethics (Code of Medical Ethics, 2012). However, as yet 

no study exists to shed light on the experience of dignity of patients in Lebanon.  

2.6 Theories about Dignity  
Several theories about dignity have been developed in the context of palliative care. 

Dignity in hospitalised patients with advanced cancer was explored by Chochinov et.al, 

(2002) in Canada through a qualitative study, who established a model of dignity that 

composed of three categories: Illness related concerns, dignity conserving repertoire, and 

social dignity inventory. Each domain was elaborated with themes and subsequent sub-

themes (see figure 2.1). The first category; illness related concerns, explained how the 

consequences of the illness, such as decline in cognitive ability, functional dependence, 

and heavy symptom distress, affect dignity. The second category; dignity conserving 

repertoire was related to the attitudes, or the practices adopted by the patient to 

continue life and enhance dignity despite the illness. Measures such as preserving social 

role, accepting change, leaving a legacy to the family, seeing self as valued, hopefulness, 

maintaining normalcy, living the moment, and seeking spiritual support were all 

delineated as behaviours the patient sought to ease the situation. The social dignity 

inventory, the third category, articulated the effect of relationships and environment upon 
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patient dignity. This was elaborated by the amount of social support the patient receives, 

care tenor, feeling a burden on other, the aftermath concerns and preservation of 

personal boundaries.   

The ‘ABCD’s guideline (Attitude, Behaviour, Compassion, Dialogue) of dignity-conserving 

care was devised to assist clinicians about being mindful of pre-assumptions, respecting 

human uniqueness, and maintaining kindness and compassionate dialogue as core values 

in supporting patient dignity and wellbeing (Chochinov, 2007).  

Based on the Chochinov Dignity Model, several dignity assessment tools such as the 

Patient Dignity Question (PDQ) & Patient Dignity Inventory (PDI), (Chochinov et al., 2008) 

as well as a psychotherapy for conserving patient dignity (Dignity Therapy) in palliative 

care were developed to mitigate distress in people at the end of life (Chochinov et al., 

2011). The Patient Dignity Question (PDQ) “What do I need to know about you as a person 

to take the best care of you that I can?” derived from the model of dignity is used to 

improve person-centered care and conserve dignity in patients with palliative needs. 

When health care providers ask the question it leaves a positive impact on patients’ 

perceptions of care and of health providers’ attitudes showing keen desire to know more 

about what matters to the person behind the patient with palliative care needs (Johnston 

et al., 2015).  

A psychotherapeutic intervention, ‘Dignity Therapy’, addressed the psychological and 

existential concerns of patients at the end of life, allowing them to reflect and record their 

important life events and grant it as a legacy to their loved ones (Chochinov et al., 2005). 



33 

 

Through this intervention many patients affirmed their uniqueness and their value as a 

human being bringing forth an increased sense of meaning and purpose in life alleviating 

dignity related distress (Cuevas et al., 2021; Martínez et al., 2017). Dignity therapy had 

high acceptability and feasibility from patients with a terminal illness (Beck et al., 2019; 

Bernat et al., 2015), and also provided comfort to family caregivers during bereavement 

decreasing anxiety and depression (Bentley et al., 2012; Cuevas et al., 2021). Dignity 

therapy was more convenient when conducted in the home setting but sometimes 

needed modifications to have cultural congruence with non-western conceptualisations of 

dignity (Li et al., 2014). 

Furthermore, the Dignity Conserving Intervention (DCI), a nursing care pathway that 

emanated from the Dignity Model, was applied by community nurses in Scotland to 

patients at the end of life. The DCI facilitated holistic assessment of the patient, opening 

the space to identify and address various dignity related concerns (Johnston et al., 2017; 

McIlfatrick et al., 2017).  
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Figure 2. 1 The adapted Dignity Model by Chochinov (Chochinov et al, 2002)  

 

The Chochinov model has been (Chochinov et al., 2006; Hack et al., 2004) widely 

employed in palliative care and end of life research in different parts of the world from 

Iran to China (Bagheri et al., 2018; Hall et al., 2009). Though the three categories of the 

Chochinov Model are broadly supported in different parts of the world, cultural deviations 

such as the familial duty to take care of the ill families (Lou et al., 2020), or resignation to 

God’s will to establish a sense of peace ( Le et al., 2014; Ho et al., 2013) have appeared to 

surface as important themes that reveal how context, socio-cultural diversities and 

religious milieus impact the perception and restoration of dignity in palliative care 

patients ( Kadivar et al., 2018).   
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Other dignity models have been developed such as the ‘Model of Dignity in Illness’ by Van 

Gennip et al. (2013) . This was developed from interviews with a wider population 

experiencing serious illness such as cancer, dementia, Human Immunodeficiency Virus 

(HIV), or Crohn’s disease. This model explains dignity as a concept affected by the 

a) Subjective experiences and personal reflection of the individual   

b) The relationships of the patient with others and how illness affects personal 

value and significance.  

c) The general societal responses to their illness.  

This model presented dignity in its three dimensions, that of the self, relational and 

societal (Van Gennip et al., 2013).  

Dignity was also portrayed as being personal and socially constructed concept through 

relationships in the work by Pleschberger (2007) on older adults in German nursing 

homes. Her ‘Dignity Conceptual Model’ recognises that illness places the individual in the 

position of needing various types of care such as social, physical, and financial. The 

vulnerable situation of frailty and ill health threatens the dignity of nursing home 

residents fostering a perception of being a ‘burden’ to others. The several losses 

experienced by older residents, be it a partner, friend, home, possessions, career, and 

functionality weaken their sense of dignity (Hall et al., 2009).  

A framework of ‘Dignity- Driven Decision Making’ was developed to promote collaborative 

decision making with people with advanced illnesses in the US (Vladeck & Westphal, 



36 

 

2012). This framework worked on applying a comprehensive plan to determine the goals 

of care, implementing it through continuous collaboration between the patient, the 

family, and the clinician.    

Jacobson (2009b) created a taxonomy and framework of the concept of dignity in the 

wider context of health and human rights. The model produced two forms of dignity: 

human and social. The human form pertains to the humaneness of the individual, which is 

universal and enduring, while social dignity is affected through encounters that may 

promote or violate dignity. Dignity is affected by the social position of the individual, the 

features of the relationships and how the person is treated by others and the effect of the 

overall social order. When the relationship is asymmetrical between two individuals in 

terms of knowledge, strength, health, wealth or power it situates the weak to a 

vulnerable situation where dignity can be violated. A harsh environment that is 

characterised by a rigid, hierarchical setting characterised by stress, urgency and lack of 

resources does not promote dignity. The framework proposes that dignity is cultivated 

when there is social justice and equality that provides access to health, education, social 

services and basic needs such as housing (Jacobson, 2009b).  

Though all the conceptualisations of dignity of patients in palliative care give useful insight 

into patient needs, the Chochinov Model was recognised to be the most dominantly 

utilised in palliative research and hence the lens through which this research was viewed. 

2.7 Conclusion 
Maintaining patient dignity is a central value in palliative care. Dignity in palliative and end 

of life context has been studied in Western countries but not in Lebanon. Palliative care is 
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not a common practice in the Lebanese health care system because curative treatment is 

the mainstream. Consequently, the research aimed to answer the following question 

‘How is dignity interpreted and maintained by patients with palliative care needs and 

family caregivers in the Lebanese context’ that is timely to explore dignity 

conceptualization from a Middle Eastern perspective.  To achieve this understanding, the 

study had four objectives: 

A) Explore the interpretations of the concept of dignity in adult patients with 

palliative needs as perceived by patients and family caregivers.  

B) Examine how dignity is experienced while receiving health services in patients with 

palliative needs from patients’ and family caregivers’ perspective.  

C) Assess how family caregivers perceive and preserve the dignity of their relatives 

with palliative needs during illness and while receiving health care services.  

Critically assess and compare the findings of the research on dignity in relation to the 

Chochinov’s Dignity Model. In the next chapter, the concept of dignity is explored through 

the integrative literature review that synthesised the knowledge and understanding of 

dignity in palliative care within the Middle Eastern context.  
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Chapter 3. How is Dignity Understood and Maintained in 

Patients with Palliative Needs in the Middle East? An 

Integrative Review 
 

3.1 Introduction 
Various barriers prevent the integration of palliative care in health services in Middle 

Eastern countries. These barriers are related to community awareness, scarcity of 

resources to provide palliative care in relation to trained staff, time, and essential 

medicine like opioids (Silbermann et al., 2015). The availability and access to opioids to 

alleviate the pain of patients with terminal or advanced illnesses is restricted through local 

legislation in fear of addiction. Many patients with advanced cancer are treated with non-

opioids such as non-steroidal anti-inflammatory agents (Fadhil et al., 2017).  

Palliative care education in the Eastern Mediterranean area is not fully incorporated into 

medical and nursing educational curricula, leading to inadequate well-trained palliative 

care specialists consequently limiting the access to quality palliative care (Fadhil et al., 

2017; Kolmar et al., 2019; Osman et al., 2017). 

The integration of palliative care in the national health plan and its acknowledgment as a 

separate discipline is limited, rendering palliative care services fragmented and funding 

scarce (Osman et al., 2017). The absence of national laws regulating advance decisions 

such as “do not resuscitate” orders, and barriers to communicating poor prognosis, 

presents a hindrance to the development and provision of palliative care, advance care 

planning and consequently exploring and endorsing patient preferences (Fearon et al., 

2019; Kolmar et al., 2019).  
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Often the unstable geopolitical, economic, and the mosaic sociocultural fabric of the 

region that is under a strong influence of religion, traditions, and culture, shapes the 

understanding and maintenance of human dignity in palliative care settings impacting 

community responses, clinical practice and policy development (Fearon et al., 2019; D. 

Schroeder & B. Bani-Sadr, 2017; Silbermann et al., 2012).  

Since the family unit, religion, reliance on God, are recurrent values that envelope the 

Middle Eastern Arab individual (Aljawi & Harford, 2012; Fearon et al., 2019; Gustafson & 

Lazenby, 2019), the concept of patient dignity needs exploring including its nuances in 

comparison to other contexts, particularly to the dominant Western understanding. 

Upholding patient dignity is not only a key principle of palliative care but a core ethical 

value in nursing (International Council of Nurses, 2021) as well as medical practice (The 

World Medical Association, 2018). Greater understanding of this phenomenon in the 

Middle East would inform health care providers, informal caregivers, and educators to 

attend to and protect the dignity related needs of palliative care patients with cultural 

humility and competence. No published systematic review has been found that addresses 

the concept of dignity in palliative care in the Middle East. Hence an integrative review 

was undertaken to explore this which was published in 2021 (Dakessian Sailian et al., 

2021).  

3.2 The Review Question and Aim  
What is the understanding of dignity, and how is dignity preserved in patients with 

palliative care needs in the Middle East?  
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The overarching aim of this review is to explore, appraise and critically synthesise the 

evidence on the concept of dignity in the Middle Eastern palliative care setting from the 

perspective of the patients, health care providers, and family caregivers, examining how 

dignity is enhanced or undermined while receiving care. This review looks at: 

1. The perceptions of the concept of dignity from the perspective of the patient, 

family caregiver, or health care provider within adult palliative care in the Middle 

Eastern region. 

2. Behaviours of health providers or aspects of care that enhance or undermine the 

sense of dignity in patients with palliative care needs during illness and while 

receiving health services. 

3. Critically assess the findings against the Chochinov Dignity Model which is 

dominant in the Western literature. 

3.3 Review Method 
An integrative method was adopted for this review (Whittemore & Knafl, 2005). An 

integrative review combines studies with diverse methodologies conveying a better 

understanding of complex phenomena. The inclusiveness of various research designs 

facilitates the building of comprehensive evidence useful to guide clinical practice and 

policy. This openness to diverse methodologies allows a clear definition of concepts, 

appraisal of the existing evidence, and identification of knowledge gaps (Whittemore & 

Knafl, 2005). To enhance rigour, a systematic and explicit methodology is applied 

throughout the review process, informed by the guidelines set by Whittemore and Knafl 

(2005)  as follows: 
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1. Problem identification  

2. Literature search 

3. Data evaluation  

4. Data analysis 

5. Conclusion   

6. Verification 

3.3.1 Problem Identification 

The problem identified in this review is exploring the understanding of the concept of 

dignity in patients with palliative care needs in the Middle Eastern region. To the 

researcher’s knowledge there is no review to answer this question. 

3.3.2 Literature Search  

The SPICE (Setting, Perspective, Intervention/ Phenomenon of Interest, Comparison, 

Evaluation) search framework, that is appropriate for explorative questions, is applied to 

the research question to separate into elements, expand search terms, and specify study 

eligibility criteria for inclusion (Booth et al., 2016). The SPICE framework was selected 

because it clearly specified the Setting, the Perspective, and the Phenomenon of Interest 

which were the main elements of the review question. The elements of the SPICE are 

elaborated in Table 3.1. 

 
Table 3. 1 SPICE Framework  

Setting Palliative care in Middle Eastern countries  
Perspective Adult patients, health care providers, family caregivers, or any 

other member in the palliative care team.  
Intervention/ 
Phenomenon of Interest 

Studies that focus on the phenomenon of dignity.  

Comparison Having impaired dignity 
Evaluation /outcomes The perceived outcome of dignity or loss of dignity. 
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Definition of key terms: 

 Dignity: “the quality or state of being worthy, honoured, or esteemed” (Merriam-

Webster online, 2018).  

 “Patient with palliative care needs”: is the individual suffering from a life-threatening 

condition that holds no possibilities of remission or cure. This encompasses patients 

suffering from a diverse incurable or progressive long-term illnesses such as cancer, 

organ failure, or degenerative diseases, who require physical, psychosocial, and 

spiritual care (Van Mechelen et al., 2012). 

 Middle-Eastern countries sometimes termed as Eastern Mediterranean countries 

including the following 18 countries: Afghanistan, Bahrain, Cyprus, Egypt, Israel, Iran, 

Iraq, Jordan, Kuwait, Lebanon, Oman, Palestine, Qatar, Saudi Arabia, Syria, Turkey, 

United Arab Emirates, and Yemen  (World Atlas, 2016).  

3.3.3 The search strategy 

A preliminary scoping search was undertaken to be familiarised with the common terms 

associated with the term ‘dignity’. After consulting with a health librarian, a 

comprehensive search strategy was designed and applied to four health databases: 

EMBASE, PsycINFO, PubMed, Cumulative Index to Nursing and Allied Health Literature 

(CINAHL). These databases are reported to retrieve a broad range of literature on 

palliative care (Tieman et al., 2009) and are often chosen in other palliative care reviews 

(Guo & Jacelon, 2014). Keywords, medical subject headings (MeSH) and multiple 

synonyms such as, "dignity", "respect", "self-concept", "self-esteem", "palliative care", 

"terminally ill patients", "life-threatening", "end of life", "dying", "Arab", "Muslim", and 
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"Mediterranean" were used simultaneously to search the titles and abstracts of captured 

papers. See Table 3.2 

Table 3.2 Search terms and strategy used in CINAHL database, keywords, and Mesh. 

Subject group 
 

Search terms used 

Dignity TI ((Dignity OR dignified OR respect* OR person#hood OR “self-
concept” OR “self-esteem” OR Distress* OR ((attitude OR good) N2 
(death OR dying OR illness))) OR  
 

 (MM "Human Dignity") OR (MM "Respect") OR (MM "Self-Concept") 

AND  

Palliative TI ( ((palliat* OR terminal* OR hospice OR dying OR death) N2 
(patient* OR experience* OR care OR phase OR prognosis OR ill* OR 
cancer )) OR “ end of life” OR end-stage OR life threatening OR life 
limiting OR ( final OR last) N2 (day*) OR “ advanced cancer” OR 
 

 (MM "Palliative Care") OR (MM "Terminal Care") OR (MM "Hospice 
Care") OR (MM "Terminally Ill Patients") OR (MM "Death")  
 

AND  

Middle East 

countries 

TI ( ( Cypr* OR Afghanistan* OR Bahrain* OR Iran* OR Iraq* OR Israel* 
or gaza OR ghazza# OR "west bank" OR Palestin* OR Jordan* OR 
Leban* OR Liban OR Syria* OR Oman* OR Qatar* OR Kuwait* OR 
Saudi* OR “ Saudi Arabia” or Turk* OR UAE or "united Arab emirates" 
OR Egypt* OR Yemen* OR Mediterranean OR Muslim* OR Islam* OR 
oriental OR Arab* OR middle#east OR (( (cultur* or multicultur*) N2 
(divers* OR chang*) ) ) 
 

 (MM "Culture") OR (MM "Cultural Diversity") OR (MM "Middle 
East") OR (MM "Islam") OR (MM "Arabs")   
 

 

The search was conducted in December 2020. No date limits were set. The search strategy 

was modified on each database to adapt to its subject index or thesaurus terms (Sindhu & 



44 

 

Dickson, 1997). The controlled vocabulary and free terms of each concept are combined in 

the search using the Boolean operator "OR". Once each concept is combed, the searches 

were united with the Boolean operator "AND" to distil the final number of papers 

intersecting the three concepts. Supplemental methods of screening were employed to 

enhance the sensitivity of the search such as scanning the reference lists and forward 

citation tracking of review papers and included manuscripts, and hand searching of key 

journals (Booth et al., 2016). The online journals which were hand searched were, 1) 

Nursing Ethics, 2) The Medical Journal of Ethics, 3) Journal of Medical Ethics and History of 

Medicine that publish relevant papers on dignity and were screened for the last ten years 

(2010-2020). The retrieved manuscripts were vetted against the inclusion/exclusion 

criteria elucidated in Table 3.3. A sample of search syntax and the generated hits from 

CINAHL database are available in Appendix A.  

3.3.4 Inclusion-Exclusion Criteria 

The following criteria were followed for selecting the studies (Table 3.3). 
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Table 3. 3 Summary table of Inclusion and exclusion criteria  

Framework Inclusion Exclusion Rationale 

Setting A middle Eastern context  
 
The setting is that of palliative care 
inclusive of hospital, hospice, home-
based, or community.  

The countries of Algeria, The 
Comoros Islands, Djibouti, 
Mauritania, Morocco, Somalia, 
Sudan, Libya, Pakistan and Tunisia, 
though considered to be part of 
the Eastern Mediterranean region, 
are excluded from the search. 
 
 

They are geographically distant 
from the Middle- Eastern and 
considered to be north Africa. 

Perspective/ 
participants 

Studies from the perspective of: 
 a) Adult patients with life-threatening 
or advanced chronic illnesses such as 
cancer, or any organ failure (heart, 
kidney, liver pulmonary), and 
neurological disorders, who need 
palliative care attention. 
b) Health care providers like 
physicians, nurses, social workers, 
pharmacists, psychologists, dietitians, 
and chaplains   
c) Caregiver- or ‘carer’ described as an 
adult, aged 18 or over, who provides 
or intends to provide care for another 
adult needing care. It could be a 
family member, relative or other. This 
excludes people providing paid care 
or people providing care as voluntary 

Older adults or frailty or patients 
with dementia.  
 
 
 
Patients with mental health 
disorders. 
 
 
 
 
 
 
 
Paediatric population 

Dignity in dementia or frailty 
entails addressing unique care 
needs especially in the advanced 
stages (Holmerova et al., 2007). 
 
Many mental health patients suffer 
from marginalisation and injustice 
implying a broader action on 
dignity than that of palliative 
patients (Saxena & Hanna, 2015).  
 
 
Children within palliative care have 
unique dignity needs that differ 
from adults (Muckaden et al., 
2011).   
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work (National Institue For Health & 
Care Excellence, 2017).   
  
 
Studies limited to adult population – 
age >18 years 

Intervention/ 
phenomenon of 
Interest 

Studies that focus on dignity, the 
meaning or perceptions of dignity, 
dignity experiences, dignity related 
distress, loss of dignity, and dignified 
care. 
Studies related to barriers or 
enhancers of patient dignity will be 
included.  
Only empirical studies from peer-
reviewed journals that follow 
quantitative, qualitative, or mixed-
method design are included.  
Only English language papers were 
included. 

Dignity discussed in relation to 
euthanasia, assisted suicide, 
assisted dying, right to die, death 
with dignity, or legislative aspects. 

Review articles, reports, editorials, 
commentaries, letters to the 
editor, books, dissertations, and 
papers that discuss dignity from 
legal or policy perspectives are 
excluded 

Dignity is the key focus of the 
review 

 

Palliative care is understood as an 
approach that affirms life and does 
not hasten or postpone death. Its 
role is not only during the last days 
of life but from the time of 
diagnosis of an incurable disease.  
The goal is to improve the quality 
of life of those facing terminal 
illnesses as well as their family 
caregivers. For this reason, papers 
that tackle assisted suicide or 
euthanasia are outside the scope 
of the review and will be excluded 
(World Health Organization, 2017).  

Empirical studies are deemed 
appropriate to provide evidence on 
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perceptions, influencing factors, or 
outcomes of dignity. 

Due to restricted resources, papers 
are limited to English language. 

Evaluation/ 
Outcomes 

The outcome of enhanced or impaired 
dignity as well as perceived benefits 
or threats will be examined. 
Studies that have dignity as a 
secondary outcome will also be 
included. 

Outcomes other than dignity  
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3.3.5 Search Outcomes & Data Extraction 

The search identified 5007 records from the four health databases, and then were 

transferred to EndnoteX8 bibliography software for filing and removing duplicates. 

Seventy-three additional relevant papers were identified from hand searching the three 

journals and 33 from citation tracking of reference lists of review and included papers.  

After eliminating duplicates (n=2625), 2488 papers were screened independently by two 

researchers (S.D.S.) and (R.S) by title and abstract against the inclusion criteria. The papers 

(n=2194) that did not meet inclusion criteria were excluded. The potentially relevant 

papers (n= 294) were filed in Endnote for full manuscript review. A further 266 papers 

were excluded because they were not directly related to the concept of dignity. Finally, 28 

potentially relevant papers remained for a full script reading and data extraction.  

In line with the Whittemore and Knafl (2005) guidance, the data from the 28 papers were 

reduced and displayed in an excel sheet in the form of a table. The table delineated the 

main characteristics of each paper such as the author, date of publication, country of 

origin, discipline, study design, aim, participants, context, sample size, data collection, 

data analysis, and findings. In the findings column data was extracted and specific details 

that addressed the research question was recorded. Actual quotations from the primary 

papers were incorporated, too to preserve their uniqueness. The tabular display allowed 

the visualisation and the iterative examining of the papers to identify their distinctive 

characteristics. A second reviewer (R.S.) independently extracted the data from 50% of 

the included papers to validate the process of extraction and relevance of the records. 

After discussion and consensus with the wider team (NP, YS and RS), 16 dignity papers 
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were included for final synthesis as a closer examination the remaining 12 papers did not 

meet the inclusion criteria. The PRISMA chart in Figure 3.1 displays the process.    
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Figure 3. 1 PRISMA Flow Diagram of the review process 

Records remaining after duplicates removed  

(n = 2488) 

Records excluded 

(n = 2194) did not 

comply with inclusion 

criteria 

Records identified through 

searching the four databases  

(n = 5007) 

Full-text articles 
excluded (n= 266), for 

failing to meet 
inclusion criteria like 

being:  
Quality of Life 

studies/good death 
studies/ patients’ 

needs or 
religious perspective/ 

family caregivers’ 
experiences not 

focusing on dignity 
 

 

Additional records identified 

through online journals (n=73) and 

bibliographies (n=33) 

 

(n = 67  ) 

Full-text articles assessed for eligibility  

(n = 294) 

n= 9 qualitative & n=7 quantitative studies 

shortlisted for synthesis  

(n = 16) 

Dignity Studies included for second read  

(n = 28) 

Total records (n= 5113) 
2625 duplicate 

records removed  

Studies (n=12) 
excluded. Reasons: 
n=1 adolescent age < 
18 yrs.  
n=1 focus on “privacy”  
n= 10 non-palliative 
care contexts 
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3.4 Data Evaluation 

The quality of the included 16 papers were evaluated using the Hawker appraisal tool 

(Hawker et al., 2002). Hawker’s tool (see Appendix B) is appropriate to evaluate disparate 

studies systematically checking study relevance, extracting data, and scoring 

methodological rigour. Hawker’s appraisal tool is commonly used in palliative care reviews 

because it has broad criteria appropriate for evaluating research from different 

methodologies and designs, quantitative, qualitative, and mixed (Innes & Payne, 2008; 

Salins et al., 2020). The protocol relies on a scoring system that ranges from nine (very 

poor), to 40 (very good), explicitly displaying study strengths and weaknesses by “good,” 

“fair,” “poor,” and “very poor”. Though all the empirical papers were evaluated and 

scored, no manuscript was excluded for its weak score because appraisal tools may be 

evaluating the reporting standards of a study and not its methodological rigour (Munthe-

Kaas et al., 2019). Thus, the findings of each paper were reported with a critical 

assessment during the synthesis (Mays et al., 2005).  

 

3.5 Data Analysis  
The data analysis stage involved categorising, coding, and summarising the 16 reviewed 

papers to facilitate the organisation and reduction of the literature. The reports were 

primarily grouped according to their research design, and those that discussed 

perceptions of dignity, facilitators, barriers, or health outcomes of dignity. Codes were 

developed, such as “personal values of dignity”, “health care related issues”, 

“communication at end of life”, from each paper and arranged in a matrix to allow clear 
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visualisation and comparison of patterns or variations. The codes were collated so that 

similar ones, such as the cleanliness of the hospital rooms, private space, quick service, 

and noise in the units, were assembled to generate a common theme, for instance, health 

facilities. Non-conforming codes were interrogated to unpick underlying social values like 

excessive treatment, distress in female patients, or retaining hope in the face of a grave 

health condition. The analysis was an iterative process involving merging of codes and 

creating themes and sub-themes to achieve a higher level of interpretation and 

abstraction (Table 3.6). Seven interrelated themes were developed that incorporated the 

codes. The conclusion was synthesised by integrating the themes and building a logical 

chain of how dignity is understood, enhanced or threatened which developed an original 

knowledge of dignity beyond surface description (Whittemore & Knafl, 2005). 

 

3.6 Findings 

3.6.1 Characteristics of the studies 

Sixteen papers that represented 14 primary studies were included in the analysis. 

Fourteen of them came from the Republic of Iran, one from Turkey, and one from 

Netherlands that discussed how Turkish, Moroccan, or Surinamese patients understand 

important aspects of dignity. Fifteen studies were conducted by nurse researchers 

indicating the high significance of the concept of patient dignity in the nursing profession. 

Of the 16 dignity papers, 12 focused on patient perceptions, the remaining papers 

explored nurses’, physicians’, and hospital staff’s perceptions. One paper discussed dignity 

from the family caregivers’ perspective. The patients’ medical diagnoses ranged from 

heart disease (n= 7) to cancer (n= 4) to multiple sclerosis (n=1) and mixed (n= 1). One 
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study was on patients with end stage organ failure with palliative care needs. Most of the 

studies (n=14) were published in the past five years, and the rest from 2012-2013, 

showing that the concept of dignity is evolving in the Middle East and has gained 

attention more recently. The research designs were quantitative (n=7), and qualitative 

(n=9) in nature. Most of the qualitative papers (n=7) employed a conventional content 

analysis method, one paper adopted phenomenology (Korhan et al., 2018), one critical 

ethnography (Bidabadi et al., 2019) and one thematic analysis identifying a thematic 

framework (de Voogd et al., 2020).  The quantitative studies were all descriptive, or 

descriptive-correlational in nature. See Table 3.4 for a summary of the characteristics of 

the 16 papers. 
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Table 3. 4 Summary Characteristics of the Included Papers (n=16) 

 

Study participants Most studies (n=12) focused on the perceptions of patients only; two papers studied 
nurses’ and physicians’ perceptions: Bidabadi et al (2019), Korhan et al (2018); one on 
solely nurses’ perceptions: Hamooleh et al (2013); and one on patients’ & relatives’: de 
Voogd et al (2020). The paper by Borhani et al (2016) focused on patients and hospital staff. 

Country of Publication  Fourteen studies were published in Iran only one from Turkey (Korhan et al 2018), and one 
from the Netherlands (de Voogd et al 2020). 

Date of Publication  Most (n=14) publications were during the years 2015-2020; only two were before the year 
2015 Bagheri et al (2012) and Hamooleh et al (2013). 

Setting 

Cardiac unit Bagheri et al (2018), Amininasab et al (2017), Bagheri et al (2016), Bagheri et al (2012) 
Cardiac Surgery Intensive Care Unit Bidabadi et al (2017), Mehdipour-Rabori et al (2016), Borhani et al (2016), Borhani et al 

(2015)  
Palliative care Korhan et al (2018), Hosseini (2017), Avestan et al (2015), Hamooleh et al (2013), de Voogd 

et al (2020). 
Internal medicine Bagherian et al (2019), Shahhoseini et al (2017)  
Multiple sclerosis society Sharifi et al (2016) 
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Each study contributed to the synthesis with several themes. The features of the included 

papers are organised in table 3.5 
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Table 3.5 Features of the Included Studies 

STUDIES FROM THE HEALTH CARE PROVIDERS’ PERSPECTIVE 
 

Author & 
Country  

Purpose Research Design Participants/ context Themes/ Findings 

Bidabadi et 
al, 2019.   
Iran 

To uncover the 
cultural factors of 
power that impeded 
maintaining patients’ 
dignity in the cardiac 
surgery intensive 
care unit 

Critical Ethnography- 
Observations; data 
analyzed 
hermeneutically and 
reconstructively  

Nurses, physicians, 
internal medicine 
specialists, cardiac 
surgeons, 
anesthesiologists, 
auxiliary nurses.  Adult 
cardiac surgery unit 

Factors that impeded maintaining 
patient dignity was Reductionism,  
Instrumental objectified attitudes. A 
value -Action gap existed in adhering 
to the human equality principle. This 
main theme consisted of two sub-
themes: ‘authoritative behaviours’ 
and ‘Blaming the patients’.  

Hamooleh et 
al, 2013.  
Iran 

The purpose of this 
study was to explain 
nurses’ perception 
about ethics-based 
palliative care in 
cancer patients. 

In-depth interviews 
using Qualitative 
Content analysis  

Nurses taking care of 
cancer patients.  

Ethical palliative care from the nurse’s 
perspective has three themes: ‘human 
dignity’, ‘professional truthfulness’ and 
‘altruism’.  
Human dignity has 3 sub-categories 
consisting of ‘respecting patients’, 
‘paying attention to patient values’ 
and ‘empathising’. 
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Korhan et al , 
2018  
Turkey 

To determine the 
approach to human 
dignity that  
nurses and 
physicians have 
while providing 
palliative care 

Phenomenology - 
Semi-structured 
interviews using a 
guide prepared by 
the investigators. 
Data analysis was 
guided by the 
Colaizzi method. 

Physicians & Nurses in 
the Palliative Care  
Department of Training 
& Research  
Hospital 

8 Themes and 43 sub-themes:  
1. Decision for patients to know their 
diagnosis  
2. Ensuring the quality of end-of-life 
care  
3.Care procedures carried out on 
patients  
4.Adequate provision of medical care 
services  
5. Prioritisation in palliative care  
6. Pointless treatment in palliative care  
7. Views on the concept of respectful 
care  
8.Views on palliative care  
The results of the study showed that 
there was a lack of awareness of 
ethical, medical, and social 
responsibilities that led to violation of 
human dignity. 

STUDIES FROM THE PATIENTS’ PERSPECTIVE  

Bagherian et 
al, 2019  
Iran 
 

To evaluate the 
concept of dignity 
from the perspective 
of Iranian cancer 
patients admitted to 
an oncology hospital 

Semi-structured 
interviews using 
Qualitative Content 
Analysis method 
described by 
Lundman and 
Graneheim. 

Hospitalised Cancer 
patients aged >18 years, 
from the Internal 
Medicine wards  
Total of 16 patients; 
aged 24–70 years (five 
men & 11 women) 

The main themes were identified as, 
‘personal space and privacy’, ‘respect 
for human values’, and ‘moral 
support’. 
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Bagheri et al, 
2018  
Iran 

To determine the 
relationship between 
illness-related 
worries and social 
dignity of patients 
with heart failure. 

Descriptive- analytic. 
Two questionnaires 
used: illness-related 
Worries 
Questionnaire 
(IRWQ) and Social 
Dignity 
Questionnaire (SDQ) 

Total of 130 inpatients 
(HF) from cardiac wards 
in 3 hospitals in Iran 

The highest mean score of social 
dignity was associated with the 
dimension of social communication 
and support, and the least is attributed 
to the dimension of a burden to others 
(economic). Pearson’s statistical test 
showed a significant correlation (r ¼ 
0.455, p < 0.05) between the score of 
illness-related worries and social 
dignity. 

Bagheri et al, 
2012  
Iran 
 

To investigate 
perceptions of 
patient dignity and 
related factors in 
patients with heart 
failure 

Qualitative semi-
structured interviews 
using qualitative 
content analysis 
method described by 
Hsieh and Shannon. 

22 Heart failure 
inpatients in cardiac 
wards in hospitals 
affiliated with Tehran 
university  

Dignity means being considered as a 
unique human being and being 
treated with respect and that it 
means having forgiveness.  
Factors enhancing or threatening 
patient dignity were classified into two 
main categories: ‘patient/care index’ 
and ‘resources’. Intrapersonal features 
(inherent characteristics and 
individual beliefs) and interpersonal 
interactions (communication, respect, 
enough information, privacy, and 
authority) were classified as 
components of the patient/care index 
category. Human resources 
(management and staff) and 
environmental resources (facilities 
and physical space) were classified as 
components of the resource’s 
category 
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Bagheri et al 
2018  
Iran 
 
 

To investigate 
factors related to 
dignity in patients 
with heart failure 
and to test the 
validity of the Dignity 
Model.  

The study had a 
descriptive-
correlational design. 
Using 4 
questionnaires 

130 hospitalised heart 
failure patients. The 
study was performed in 
Tehran, Iran. It was 
conducted in the cardiac 
wards in urban hospitals 
affiliated with Tehran 
University  

The results indicate that the research 
model is fit and acceptable in patients 
with heart failure, and dignity related 
factors are in correlation with each 
other.  Social dignity is the biggest 
factor in the dignity of patients with 
heart failure. Dignity conserving 
repertoire and Illness related worries 
(affected by the frequency of 
hospitalisation and age) also affect 
dignity.  

Mehdipour-
Rabori et al, 
2016  
Iran 
 
 

It investigated the 
status of human 
dignity in patients 
with cardiovascular 
disease (CVD) 

Cross-sectional 
descriptive design.  
Two-part 
questionnaire to 
collect data. The first 
part was a 
demographic 
questionnaire. The 
second part was the 
Patient Dignity 
Inventory (PDI). 

The study population 
consisted of 200 cardiac 
patients hospitalised in 
CICUs in hospitals 
affiliated to Kerman 
University of Medical 
Sciences, Iran 

The findings of this study indicate that 
there is a significant relationship 
between gender and emotional 
problems related to human dignity; 
women feel more problems 
associated with human dignity than 
men.  
There is a significant relationship 
between the number of 
hospitalisations and problems related 
to patient dignity. Also, statistically 
significant correlation between living 
alone and problems associated with 
human dignity 
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Amininasab 
et al, 2017  
Iran 
 
 

To determine the 
relationship 
between human 
dignity and 
medication 
adherence in 
patients with heart 
failure 

Cross-sectional 
descriptive  
Data were collected 
by demographic and 
clinical 
questionnaires, 
Patient Dignity 
Inventory, and the 
Morisky Medication 
Adherence Scale 
(MMAS-8). 

300 hospitalised patients 
with heart failure on 
their first day of 
admission  
CCU wards of 
Mazandaran Heart 
Center in 2016 

There was a negative relationship 
between medication adherence and a 
threat to human dignity (correlation 
coefficient r = - 0.6, significance level P 
< 0.001). In other words, the higher 
the score of threat to dignity, the 
lower the medication adherence. 

Shahhoseini 
et al 2017  
Iran 
 

To determine the 
sources of dignity-
related distress from 
the perspective of 
women with breast 
cancer undergoing 
chemotherapy in 
Iran. 

Cross-sectional study  
Distresses associated 
with dignity were 
measured using PDI. 
The demographics 
were also collected 
via the questionnaire 

207 Patients with breast 
cancer undergoing 
chemotherapy in Iran 
from three hospitals of 
Shahid Beheshti 
University of Medical 
Sciences in Tehran.  
 

Patients were mostly concerned about 
the distress caused by Disease 
symptoms and the existential distress, 
peace of mind, dependency, and 
social support.  
The patients undergoing mastectomy 
expressed higher level of social 
support and dependency distress than 
patients not undergoing the surgery.  
Income satisfaction had a significant 
relationship with Existential Distress 
and Symptom Distress.  

Borhani et al 
2016  
Iran 
 

To investigate 
facilitator and the 
factors threatening 
the dignity of 
patients with heart 
disease 

Qualitative semi-
structured interview. 
content analysis 
constant 
comparative method 
with inductive 
approach 

20 hospitalised cardiac 
patients admitted to the 
cardiac intensive care 
unit for 

more than 48 hours  
hospitals related to 
Kerman University of 

This study showed that care context is 
important for patients’ dignity and 
includes human and physical 
environments; also, safe holistic care 
(Meeting the Needs of Patients in the 
Hospital and After Discharge; Creating 
a Sense of Security) is one of the 
important aspects affecting the dignity 
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Medical Sciences in Iran 
and 5 personnel in 2014. 

of heart patients. If the staff do not 
perform effective communication 
(Respectful Relationship, Involvement 
of the Family in the Health Team) the 
dignity of patients is not well observed.  

Sharifi et al 
2016  
Iran 
 
 

The study aimed to 
investigate factors 
affecting dignity of 
Iranian patients with 
MS in the society.  

A qualitative semi-
structured interviews 
conventional 
inductive content 
analysis. 

13 patients with 
multiple sclerosis 
Participants were 
selected in Iran Multiple 
Sclerosis Society, and 
NGO. 

Factors affecting patient’s dignity can 
be classified into personal and social 
factors.  
Personal factors include the four 
subcategories of patient’s 
communication with self, patients’ 
knowledge, patient’s values and 
beliefs, and patient’s resources. Social 
factors also include four subcategories 
of others’ communication with 
patients, social knowledge, social 
values and beliefs, and social 
resources. 

Borhani et al 
2015   
Iran 
 

To explore the 
meaning of patient 
dignity in Iran  

Qualitative- face to 
face interviews using 
Content analysis 
according to 
Lundman and 
Graneheim 

16 hospitalised heart 
patients admitted to the 
cardiac 
intensive care unit for 
more than 48 hours two 
hospitals in Iran, Kerman. 

2 main categories; Basic and 
Transcendent dignity.  
a) Basic dignity related to physical & 
psychological health. It is for all 
patients and must be respected. 
Subthemes:  human security, 
comprehensive care, education and 
awareness, respect, effective 
communication, and privacy.  
b) Transcendent dignity aims to create 
a full human with spiritual health. 
Subthemes: trust, gratitude, 
appreciation, and spiritual growth 
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were included in this category. Some 
of the participants were not satisfied 
with the basic dignity alone and were 
seeking transcendent dignity. 

Avestan et al 
2015  
Iran 
 

The aims of this 
study were to 
explore cancer 
patient perceptions 
of respecting their 
dignity and related 
variables in an 
Iranian cancer-
specific center 

Descriptive 
Correlational The 
instrument collected 
demographics and 
then the Dignity 
Inventory (PDI) 
developed by 
Chochinov in 2008 

250 cancer patients 
admitted to a cancer-
specific center  
In Ghazi Tabatabay 
hospital affiliated to 
Tabriz University of 
Medical Sciences, Iran.  

Higher perceived dignity violation in 
illness-related concerns sub-scale was 
one of the most important findings of 
this study. It also revealed that the 
sense of anxiety and depression, 
uncertainty regarding the disease and 
treatments, and worrying about the 
future were the main symptoms of 
lack of preserved dignity in this sub-
scale.  

Hosseini et al 
2017.  
Iran 
 

To assess the 
association between 
the status of patient 
dignity and quality 
of life (QOL) in 
Iranian terminally ill 
patients with cancer. 

Descriptive 
correlational study 
(PDI) was applied to 
assess the dignity-
related distress of 
each patient. The 
Persian version of the 
(EORTC QLQ-C30) 
was used for QOL 
assessment. 

210 end-stage cancer 
patients (102 men and 
108 women) All cancer 
patients were selected 
from the Seyed Al-
Shohada Hospital 
affiliated with the 
Isfahan University of 
Medical Sciences, 
Isfahan, Iran. 

High dignity status in terminally ill 
patients was associated with higher 
QOL in terms of functional intactness 
and lower symptom distress.  
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3.6.2 Themes 

The seven themes, as generated from the analysis, related to the understanding of patient 

dignity in illness and while receiving care and are described here.    

a) Maintaining Privacy & Secrecy: Paying attention to patients’ privacy during care and being 

considerate of keeping personal information confidential was seen as respecting patients’ 

sense of dignity. Patients and health care providers agree that having a personal space like a 

private room in the hospital with separation curtains, personal toilet, a hospital gown that 

does not expose body parts, is considered essential to preserving patient dignity (Bagheri et 

al., 2012; Bagherian et al., 2019; Borhani et al., 2015; de Voogd et al., 2020; Korhan et al., 

2018). Crowded spaces and proximity to other patients that prevent performing basic self-

care activities comfortably such as using the bedpan or washing diminish dignity. Entering 

patient rooms without prior knocking, particularly when female patients who did not have 

their head veils in place (Borhani et al., 2015), or loudly announcing frequency of 

defecation, offended patient privacy (Bidabadi et al., 2019). Unannounced nursing or 

physician ward rounds were regarded as disrespectful and gave way to indecent body 

exposure of patients not only in a palliative setting but also in any clinical setting 

irrespective of specialty (Cheraghi et al., 2014; Ebrahimi et al., 2012). Questions from the 

nursing staff that probed into the patient’s personal life, such as how the illness had 

impacted intimacy, was regarded to be unethical, rude, and infringing on patient’s privacy 

(Bagherian et al., 2019). Recurrent interactions with health care providers and 

hospitalisations increased patient vulnerability and the risk of losing personal and physical 

privacy that threatened dignity (Avestan et al., 2015; Bagheri et al., 2016b; Mehdipour-
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Rabori et al., 2016). This could be related to the imperfect health care system and increased 

vulnerability of the patients.  

Maintaining confidentiality of the medical diagnosis and limiting disclosure to a limited 

number of family members is regarded of the utmost importance to patients (Borhani et al., 

2016; Borhani et al., 2015), to the extent that some individuals would deliberately search 

hospitals that are far from their residencies to maintain discretion (Bagherian et al., 2019). 

Informing others about their illness carried the risk of stigmatisation or social isolation that 

risked losing societal status. This was true for patients with chronic non-cancer and cancer 

conditions. For instance, revealing the diagnosis of cancer or multiple sclerosis placed the 

patient at risk of being judged or looked down upon by the community, and missing out 

chances of getting married for both men and women (Bagherian et al., 2019; Sharifi  et al., 

2016) which were key elements to maintain dignity. Secrecy regarding lifestyle or certain 

practices, such as the use of opioids in male patients, was crucial to maintain a sense 

personal dignity (Borhani et al., 2015).  

b) Gentle Communication: too much pity, blaming, or bluntly disclosing bad news is regarded 

disrespectful and damaging to personal pride and dignity. Paying attention to patient 

values, empathising, and delivering what they are ready to hear is considered 

compassionate and enhancing of dignity (Bagheri et al., 2012; Bagherian et al., 2019; 

Borhani et al., 2016; Borhani et al., 2015; de Voogd et al., 2020; Hamooleh et al., 2013). 

Expressions of pity are regarded to be patronising to the patient by affirming the patient’s 

weak position. Patients valued communicating hope and considered it superior to truth-

telling, even in conditions of poor prognosis (de Voogd et al., 2020; Korhan et al., 2018). 
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Blunt disclosure of the diagnosis is undesirable by the patients and health care providers 

with the belief that maintaining a glimpse of hope promotes patient dignity (Bagherian et 

al., 2019; Korhan et al., 2018). Abstaining from talking about the seriousness of the 

condition and believing in the person’s predestined fate, surrendering to God’s will, is a 

coping mechanism to maintain dignity (de Voogd et al., 2020). Despite the nondisclosure of 

the diagnosis, nurses kept informing patients about the inevitable adverse effects of cancer 

medications like hair loss (Hamooleh et al., 2013) indicating that patients often were 

inherently aware of their condition, upholding a glimpse of truthfulness. Amid 

hospitalisation and illness, patients were keen on following their religious rituals such as 

prayers to preserve their identity and dignity (de Voogd et al., 2020). For instance, a patient 

was upset to have missed morning prayer due to receiving a sleeping pill the night before 

(Borhani et al., 2016; Borhani et al., 2015).  

On the organisational level, bureaucracy, strict regulations (Bagheri, 2012), and 

communication that is not driven by patient needs, but is rather paternalistic or routine-

oriented, reduces patients’ experiences of being valued (Bidabadi et al., 2019). For instance, 

strict visiting hours, excluding family members, banning the use of telephones, restricting 

patient freedom undermine the sense of worth and trust among patient and health care 

providers, consequently diminishing overall satisfaction with care and sense of dignity 

(Bagheri et al., 2012; Borhani et al., 2016; Borhani et al., 2015). Attentive communication 

that is engaging, and mindful of individual preferences assures a dignified experience 

(Borhani et al., 2015). Though communication implies that dignity is a dynamic relational 

process mediated by social interactions and environmental factors, it is also an individual 
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perception affected by how one views self-worth and communicates internally with oneself. 

For instance, self-blame, self-doubt and the belief that the illness is the result of personal 

deficiencies is harmful, whereas focusing on personal strengths and opportunities promotes 

dignity (Sharifi  et al., 2016). Perceptions of self-value are influenced by the individual’s 

understanding of their purpose in life, relationships to others, religious beliefs, and cultural 

norms. Faith is either an impetus for expression of resilience or a predisposition to succumb 

under the pressure of ill health and see its limitations as an unjustified loss that is to be 

born (Sharifi  et al., 2016). 

c) Abundance of resources: Economic burdens and overshadowing fears of not accessing 

essential medical resources and health services due to unavailability or inaccessibility are 

damaging to personal identity and dignity (Avestan et al., 2015; Bagheri et al., 2016b; 

Bagherian et al., 2019; Shahhoseini et al., 2017). Recurrent admissions to the hospital are 

associated with high expenses, financial burdens, increased reliance on family support, and 

heightened patient vulnerability (Avestan et al., 2015; Bagheri et al., 2016b; Mehdipour-

Rabori et al., 2016). In contrast, economic prosperity is related to perceptions of being 

worthwhile, dignified, having a purposeful life, and a meaningful social role (Shahhoseini et 

al., 2017). Patients with or without palliative needs valued the availability of sufficient 

medical resources and spacious facilities in the health care system, such as clean and 

separate lavatories, good lighting, and silence in the intensive care units (Bagheri  et al., 

2012; Borhani et al., 2016; Ebrahimi et al., 2012). Unequal or disparate care is practiced in 

times of shortage of resources, where medical staff, especially nurses, become overworked 

and unable to meet the entire patients’ needs (Borhani et al., 2016). Multiple sclerosis 
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patients who could earn an income despite their disabilities felt more dignified and useful 

compared to those who were forced to resign (Sharifi  et al., 2016).  In this regard, 

education and competencies, such as proficiency of languages, problem-solving skills, were 

protective to patients’ dignity because, amidst physical disability, it secured employment 

(Sharifi  et al., 2016). The inability to sustain economic steadiness is particularly frustrating 

to the young patients because idleness reaffirmed a sense of unfitness closing on chances of 

achieving life goals, hence, shattering personal dignity through the inability to provide for 

oneself (Avestan et al., 2015; Sharifi  et al., 2016).  

d) Family Support: family caregivers are regarded as a central block of support system to the 

patient, particularly during hospitalisation for women (Bagheri et al., 2016b; Borhani et al., 

2016; Shahhoseini et al., 2017). The patient expects family caregivers to be present, and be 

included in care planning, and discharge preparations (Bagherian et al., 2019; Borhani et al., 

2016; Borhani et al., 2015). Patients who were living alone or lacked a support system from 

friends and family had a higher sense of disease burden than those who were married or 

who enjoyed family support (Mehdipour-Rabori et al., 2016; Sharifi  et al., 2016). The family 

offered a social security net, particularly for women, for whom maintaining a social role for 

instance of a “mother who cooks for the family” was an affirmation to self-esteem and 

personal dignity (de Voogd et al., 2020).  

The role of the family caregiver extends beyond the acute hospital setting to offering care 

and assistance after discharge (de Voogd et al., 2020). The family members helped patients 

adhere to treatment and lifestyle regimens, find symptom relief, and seek medical help 

when needed (Amininasab et al., 2017; Borhani et al., 2016). For this reason, effective 
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communication between health care providers and patient/family, that entails conveying 

explanations about the disease and its management, is regarded as crucial to empower the 

ill individual in making informed decisions and achieving improved outcomes thereby 

maintaining dignity (Borhani et al., 2016; Borhani et al., 2015; Hamooleh et al., 2013; 

Korhan et al., 2018; Sharifi  et al., 2016). Patients with chronic conditions desire the social 

environment to be responsive, engaged and understanding to their social needs to uphold 

independence, security, and wellbeing. A supportive community that empowers patients by 

offering accessible self-care facilities (Borhani et al., 2015), comfortable housing, safe 

transportation means, economic stability, is regarded as dignified standards of living and 

much desired (Borhani et al., 2016; Sharifi  et al., 2016). 

e) Physical Fitness: Functionality and low symptom burden foster patient dignity within the 

family context (Bagheri et al., 2016a, 2016b; Hosseini et al., 2017). The capability to 

independently perform daily self-care practices (Avestan et al., 2015), being physically in 

control of the body, are seen to promote self-concept acting as a protective agent to dignity 

(Bagheri et al., 2012, 2016a; Hosseini et al., 2017; Mehdipour-Rabori et al., 2016; 

Shahhoseini et al., 2017; Sharifi  et al., 2016). A correlational study by Hosseini et al. (2017) 

reported that higher physical functionality was associated with lower anxiety, enhanced 

sense of worth, better symptom control, autonomy, and overall better quality of life in end-

stage cancer patients. Whereas reduced physicality diminished privacy, and changes in 

appearance brought forward feelings of loss of dignity and being a burden on friends and 

family (Bagheri et al., 2016a, 2016b; Mehdipour-Rabori et al., 2016). Distressing physical 

symptoms and uncertainty of the health condition seem to be detrimental to mental 
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wellbeing too, leading to excessive worrying, anxiety, and depression due to the inability to 

cope with the heightened sense of loss of control (Avestan et al., 2015; Hosseini et al., 2017; 

Mehdipour-Rabori et al., 2016; Shahhoseini et al., 2017). Thus, focus on psychological and 

physical symptom management is perceived to maintain dignity in patients with palliative 

needs (Korhan et al., 2018). 

f) Reliable Health Care: Expert medical staff with specialised knowledge and who give prompt 

attention to patients’ needs are regarded as essential to dignified health care irrespective of 

the clinical setting or patient diagnosis (Bagherian et al., 2019; Borhani et al., 2016; Borhani 

et al., 2015; Manookian et al., 2013). Competent hospital staff members who are diligent, 

kind and attend to patient needs, despite the unfavourable conditions of the health care 

institution (high workload or shortage of staffing and resources) are appreciated by all 

patients (Bagheri et al., 2012; Borhani et al., 2016; Borhani et al., 2015; Cheraghi et al., 

2014; Manookian et al., 2013). Time given to assess and talk to patients and not only 

medicate is vital in the understanding of dignified care (Borhani et al., 2016; Hamooleh t al., 

2013; Korhan et al., 2018). Whereas a reductionist approach that objectifies human 

encounters to medical tasks and body organs instead of a holistic approach fails to protect 

patient uniqueness and personal dignity (Bidabadi et al., 2019). Safe and error-free services 

transmit a sense of security and assurance that no harm is incurred to the patient’s 

wellbeing (Borhani et al., 2016; Borhani et al., 2015).  

A sufficiently staffed ward that is run by health care providers who appear clean with 

proper simple attire, was seen to provide an effective and respectful communication that in 

turn, promotes patient dignity (Bagheri et al., 2012; Borhani et al., 2016). Gender-sensitive 
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care in the hospital is essential to female patients (Bagherian et al., 2019) as well as 

preferred in male patients to enable a dignified self-concept particularly when it is related 

to personal care (Borhani et al., 2015). For patients who were at end of life, maintaining 

physical needs till the last minute of life such as continuing artificial feeding, body hygiene, 

and pain management, were regarded highly essential in maintaining the dignity of the 

dying patient by nurses and patients with heart disease (Borhani et al., 2016; Hamooleh et 

al., 2013; Korhan et al., 2018).  However, blindly following cure-oriented care was 

sometimes seen as controversial by health care providers and caused personal dilemmas 

(Korhan et al., 2018). 

g) Social justice: Patients expect to have just and equal care regardless of low social or 

economic rank. Being left behind, stigmatised or marginalised due to hardship, foreign 

nationality, or a medical condition such as addiction or contagious infection, does not 

resonate with personal dignity (Bagheri et al., 2012). Though health care providers hold a 

firm conviction and oath of providing equal health care to all (Korhan et al., 2018), there 

existed a gap between the values and actions of health care providers’ where services 

delivered are affected by consumers’ status (Bidabadi et al., 2019). A sense of injustice was 

reported in Sharifi  et al. (2016) when patients with multiple sclerosis, hoped and aspired to 

have equal opportunities for work, family life, marriage, and non-discriminatory mindset in 

society that could maintain personal identity and dignity. Humility, mutual trust, 

compassion, and the gratitude that springs from this altruistic human relationship are 

sought by patients that is perceived as transcendental dignity (Borhani et al., 2015; 

Manookian et al., 2013).  
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Being a female patient with palliative needs increases the emotional distress and instances 

of decreased dignity (Mehdipour-Rabori et al., 2016). Wives with physical disabilities or 

weaknesses felt their husbands did not perceive them as complete partners due to their 

ailment. Some women suffered from disrespect, marital discordance, and had lost intimacy 

in their relationship (Sharifi  et al., 2016). Women often lost their peace of mind for 

retaining their role as a wife or a mother in the family household (Shahhoseini et al., 2017). 

Men, on the other hand, felt useless when they lost their jobs or were rejected for 

employment due to their health condition (Sharifi  et al., 2016). 
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Table 3. 6 Analytical Framework of the developed themes on patient Dignity  

Themes Subthemes Papers 

Maintaining 
Privacy & Secrecy 

Enablers 
- Personal space/ rooms/ separation curtains 
- Decent hospital gowns 
- Knocking at the door before entering patient  
  room 
- Private space to take care of daily bodily needs 
- Gender sensitive health care services  
- Concealment of medical condition and personal  
   information 
- Secrecy of lifestyle or practices 
 
Stressors 
- Nudity or exposure of body parts during physical   
  examinations  
- Questioning about personal matters by nurses 
- Recurrent interaction with health care providers 

de Voogd et al, 2020; 
Bagherian et al, 2019; Bidabadi et al, 
2019; Korhan et al, 2018 ; Bagheri et 
al, 2018; Madhapur et al, 2016; 
Borhani et al, 2016; Sharifi et al, 
2016; Borhani et al, 2015; Avestan et 
al, 2015;  Bagheri et al, 2012. 

Gentle 
Communication  

Enablers 
- Recognising personal values 
- Individualised dialogue 
- Informing the patient about the treatment and   
   required lifestyle changes  
- Kind & compassionate nursing care 
- Maintaining /respecting religious rituals during     
  illness and hospitalisation 
- Gentle disclosure of truth 
- Retaining a glimpse of hope in health-related  
  dialogues.  
- Empathy: Being in the patient’s shoes 

de Voogd et al, 2020 
Bagherian et al, 2019; Bidabadi et al, 
2019; Korhan et al, 2018;  
Sharifi et al, 2016; Borhani et al, 
2016; Borhani et al, 2015; Hamooleh 
et al, 2013; Bagheri et al, 2012. 
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- Personal view of self and life 
- Belief system and relation with God 
 
Stressors 
- Bluntly disclosing the truth about the diagnosis  
- Excessive treatment of dying patients 
- Communication that implicates blaming, too  
  much pity, and superior versus inferior   
  relationship 
- Harassment & abuse 

Abundance of 
Resources 

Enablers 
- Affording the medical resources needed 
- Availability of basic resources and facilities 
- Maintaining employability 
- Education, training, problem-solving skills, prior  
  experience 
- Purposeful life, being worthwhile, maintaining  
  social role 
- Charity aids 
- Maintaining a clean environment in the  
   hospital, clean and private lavatories/ rooms,    
   good lighting  
 
Stressors 
- Shortage of health-sustaining needs like  
  medications 
- Shortage of medical staff  
- Economic instability & uncertainty 
- Depending on family and friends 
- Young individuals are more vulnerable 

Bagherian et al, 2019; Bagheri et al, 
2018a; Shahhosseini et al, 2017;  
Mehdipur et al, 2016;  
Avestan et al, 2015; Sharifi et al, 
2016;  
Borhani et al, 2016; Borhani et al, 
2016; 
Bagheri et al, 2012. 

Family Support  Enablers de Voogd et al, 2020; 
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- Presence of family during hospitalisation 
- Allowing visits 
- Respect for family caregiver’s needs at the   
  hospital  
- Family involvement in discharge planning, plan  
  of care, and decision making 
- Adherence to treatment regimen, symptom  
  relief and ability to seek medical help 
- Presence of social support when living with  
  family and friends   
- Sense of medical, physical, and spiritual security 
- Maintaining social role 
- Community support to patient / empowering  
  policies 
 
Stressors 
- Living alone 
- Being cared for by professionals instead of   
  family members 

Bagherian et al, 2019; Bagheri et al, 
2018a; Korhan et al, 2018;  
Shahhosseini et al, 2017; Amininasab 
et al, 2017; Mehdipur et al, 2016; 
Sharifi et al 2016; Borhani et al, 
2016;  Borhani et al, 2015; 
Hamooleh et al, 2013.  

Physical Fitness Enablers 
- Physical independence, being in control  
- Low symptom burden & minimal medical    
  complications   
- Higher dependence on others deteriorates  
   communication with friends and family 
 
Stressors 
- Recurrent hospitalisation 
- Uncertainty/ Insecurity 
- Burden on the family 
- Stigmatisation 

Bagheri et al, 2018a; Bagheri et al, 
2018b;  
Korhan et al, 2018; Husseini et al, 
2017; Shahhosseini et al, 2017; 
Sharifi et al, 2016; Mehdipur et al, 
2016; Avestan et al, 2015;  
Bagheri et al, 2012. 
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- Losing social status  
- Minimising the chances of getting married 

Reliable Health 
Care  

Enablers 
- Expert medical staff who provide error-free care 
- Prompt attention to patient needs 
- Comprehensive care that attends to the whole person  
- Kind nurses  
- Well staffed and managed ward 
- Health care providers who are neatly groomed and follow hygienic 
measures 
- Sustaining the physical body till the last days of life 
- Silence in intensive care units 
 
Stressors 
- Reductionist practice 
- Lack of motivation from the health care providers 
- Pointless treatment 

Bagherian et al., 2019; Bidabadi et 
al, 2019; Korhan et al, 2018; Borhani 
et al, 2016; Borhani et al, 2015; 
Hamooleh et al, 2013; Bagheri et al, 
2012. 

Social justice  Enablers 
- Equal care irrespective of social, economic, or  
  medical status 
- Equal opportunities in life 
- Mutual respect and trust between patient and   
   health care team  
- Mindful communication 
 
Stressors 
- Discrimination 
- Injustice 
- Discrepancy between perceived values and the  
  actions of health care providers’ 
- Bureaucracy in the hospital governance/ strict       

Bidabadi et al, 2019 ; Korhan et al, 
2018; Sharifi et al, 2016; 
Shahhosseini et al, 2017. 
Mehdipur et al, 2016; Borhani et al, 
2015;  
Bagheri et al, 2012 
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  regulations 
- Use of improper language 
- Paternalistic attitude 
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3.7 Discussion   
The purpose of this review was to integrate and critically synthesise the knowledge on dignity 

of patients with palliative care needs and how it is influenced during illness in the Middle East. 

Dignity is threatened in illness, in both genders, maybe sometimes more in females, when 

individuals lose the ability to assert their traditional roles in the family or community (Bagherian 

et al., 2019; Borhani et al., 2015; Sharifi  et al., 2016). Insufficient symptom relief, loss of 

functionality, and the uncertainty of outcomes (Avestan et al., 2015; Hosseini et al., 2017; 

Shahhoseini et al., 2017) aggravate the sense of loss of social role.  

A patient’s personhood thrives within the protected boundaries of privacy, confidentiality, and 

preservation of sociocultural formalities that nurture a sense of security and dignity (Bagheri et 

al., 2012; Bagherian et al., 2019; Borhani et al., 2016; Borhani et al., 2015; Korhan et al., 2018). 

When consuming health services, personal dignity is fostered by the empathetic and 

compassionate interaction between the patient and the health care provider. The patient and 

family expect information about self-care practices delivered in a sensitive way respecting 

individual values and cultural preferences. Objectifying attitudes, non-engaging, or non-

symmetrical communication between patients and health providers are perceived as 

disrespectful and a major opponent to dignified health care (Bidabadi et al., 2019).  

Comparing these findings against the Chochinov’s empirical Model of Dignity (Chochinov et al., 

2002a), shows overall compatibility to its three domains in that the phenomenon of dignity is 

affected by illness concerns, shaped by personal outlook and resilience, as well as mediated by 

social relationships. Loss of physical or cognitive fitness appears to disturb patient dignity 

irrespective of geographical or cultural setting. Preserving social role and support, seeking 



78 

 

spiritual comfort and the capacity for independent body care protected the pride and dignity of 

patients. The more the invasion of personal body space by caregivers and the open 

“uncivilised” discussion of body products such as the number of bowel movements, the more 

the disruption of privacy and thus personal dignity.  Moreover, new themes like economic 

stability, availability of resources, or themes with a different emphasis like reliance on religious 

faith, upholding hope for improved health, and the central partnering role of family members in 

the care of the patient emerged as distinct nuances in the understanding and preservation of 

patients with serious illnesses. These themes reflect underpinning socioeconomic aspects and 

cultural values that shape the perception of dignity in illness in Middle Eastern culture.  These 

findings have similarities with the Jacobson (2009b) general Model of dignity that describes the 

detrimental effects of harsh environments such as deprivation or exclusion on dignity. 

Self-determination and an individual’s need to control life and death events that is congruent to 

the dignity attributes in the Western societies (Rodriguez-Prat et al., 2016; Woolhead et al., 

2004), is overshadowed with the collective decision making and the prayerful commitment to 

surrender to God’s sovereignty in controlling the illness and life destiny. In sickness, hope for a 

divine miracle of recovery or any improvement in health takes precedence to medical 

management. Gentle disclosure of the prognosis maintains patient’s hope and desire for better 

health even in futile conditions (Bagherian et al., 2019; Hamooleh et al., 2013; Korhan et al., 

2018). Telling the truth about the diagnosis and prognosis, though considered the reasonable 

practice in the Western cultures to promote patient wishes (Ranganathan et al., 2014), is 

considered rude in the Eastern Mediterranean region. The unique themes emerging from this 

review are displayed in a preliminary model of Dignity in Figure 3.2.   
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The additional themes from this review against the Chochinov Model is displayed in Figure 3.2.  

 

Figure 3. 2 Themes emerged against the Chochinov Dignity Model  

 

The phenomenon of dignity is not equally explored in all countries of the region, and it 

represents predominantly an Iranian lens that has a majority Muslim-Shia population (UN 

World Population Prospects, 2019). The Iranian health care system has been under significant 

funding constraints due to the strict economic sanctions (The World Bank, 2020). This implies 

that poor political and economic conditions and scarcity of medical supplies deprive patients 

from attaining full health, leaving them feeling worthless and undignified (Bagherian et al., 

2019; Bidabadi et al., 2019; Borhani et al., 2014; Sharifi  et al., 2016). Nevertheless, the findings 
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may also be valid in other Middle Eastern countries where the health care sector is strained due 

to economic crisis, such as Lebanon, leading to disparities and unequal distribution of health 

care (Watch, 2019). 

 

3.8 Strengths and Limitations 
The strength of integrative reviews is that it allows a comprehensive grasp of a complex 

phenomenon by combining both quantitative and qualitative research studies. The synthesis 

clarifies the meaning of dignity in patients with palliative needs in the Middle East by identifying 

common themes and revealing subtle differences in perceptions that is relevant to culturally 

competent health care practice and policy. 

However, analysing the data and collating themes from diverse sources can be challenging  

(Whittemore & Knafl, 2005). All the pertinent studies were included regardless of their quality 

to add to the concept of dignity. Due to restraints in resources, only English language papers 

were included, excluding evidence reported in other languages. Most of the quantitative 

evidence is descriptive or correlational reporting the level of perceived dignity and identifying 

various factors, social and illness related, that affect personal dignity. On the other hand, 

qualitative papers uncover the personal understandings of the dignity phenomenon without 

limiting it with questions designed in predetermined tools.  Most of the included qualitative 

studies in this synthesis adopted qualitative content analysis as a tool for data analysis. Content 

analysis mostly finds meaning through the recurring codes with the application of various levels 

of interpretations of manifest or latent concepts. It was unclear whether content analysis 

adopted in the research papers, is applied as a methodology or as a tool in the studies. Hence, 
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the underpinning philosophical assumptions of the researcher, when explicitly stated in the 

manuscript, would reflect a better understanding of data analysis and findings (Graneheim & 

Lundman, 2004; Vaismoradi & Snelgrove, 2019) 

 

3.9 Conclusion  
This is the first review that explores the multifaceted concept of dignity in patients with 

palliative needs in the Middle East. It presents a broad understanding of dignity that allows 

reflections on how personal, social, cultural, political, and economic forces influence dignity and 

clinical practice. The studies included mostly explore patients’ or health care providers’ 

perspectives on dignity or factors augmenting or diminishing it. There remains a significant gap 

in the literature in the understanding of dignity from patients, health care providers’ and 

particularly family caregivers’ perspectives in the broader Middle East area beyond Iran. This 

review reveals that cultural awareness like the dominant role of family in patients with 

palliative needs, culturally sensitive skills such as indirect communications about the end of life, 

and accessibility of reliable services are essential aspects of personal dignity in some parts of 

the Middle East. 
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Chapter 4. Methodology 
 

4.1 Introduction  
The aim of this study is to understand how dignity is interpreted in illness and how it is 

influenced during interactions with health care providers whilst receiving care in a Middle 

Eastern environment. In this chapter, I will be discussing my philosophical position and the 

rationale for adopting a qualitative methodology. The data collection methods, sampling 

strategy, recruitment method, and process for securing informed consent, interview method, 

data analysis, and quality assurance measures will be outlined in the following chapter of 

methods. 

4.2 Philosophical Position: Epistemology and Ontology 
A researcher’s philosophical position needs to be consistent with the research question and 

methodology to generate knowledge that is cohesive and trustworthy (Bunniss & Kelly, 2010; 

Kivunja & Kuyini, 2017). The term ‘research paradigm’ is often used interchangeably with the 

term ‘worldview’ to define the philosophical lens underpinning the propositions of ontology, 

epistemology, and overall methodology of conducting a research inquiry (Mackenzie & Knipe, 

2006; Weaver & Olson, 2006). Ontology is the theory of reality, of being and existence, and how 

we perceive our world exists, whereas epistemology, is the theory of knowledge and how we 

collect valid and truthful knowledge (Braun & Clarke, 2013). A research inquiry is informed by 

the paradigm it adopts that in turn has its roots in values, and presuppositions about ontology 

and epistemology (Bunniss & Kelly, 2010; Guba & Lincoln, 1994; Weaver & Olson, 2006).  

From the various paradigms and research methodologies, this research embraces the 

constructionist/ interpretivist worldview. The constructionist standpoint focuses on 
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understanding the human experience by unravelling the viewpoint of the participant and how 

reality is perceived through the participant’s eyes. Reality is socially created through ‘meaning-

making’ reflecting the inner world of the person and the social experiences interpreted through 

his/her positioning with others (Burr, 2015). The constructionist paradigm diverges sharply 

from the mainstream positivist stance arguing that social reality or ontology is contextual and 

relative, opposing an ontology of naïve realism, adopted by positivism, that firmly embraces 

natural laws that are context-free and generalisable (Guba & Lincoln, 1994; Kivunja & Kuyini, 

2017; Mackenzie & Knipe, 2006). Within a constructionist / interpretivist worldview the 

researcher is interested in the unique beliefs, cognitive perceptions and analyses of the 

participant, appreciating their idiosyncratic nature. The recruit is not a “subject” to be studied 

from a distance objectively, but a key informant or an actor in the social discourse who unfolds 

the how and why of an inquiry (Darlaston-Jones, 2007; Kivunja & Kuyini, 2017). 

The concept of human dignity is fluid and based on subjective experience, which is negotiable 

according to personal values and context (Willison, 2016). In contrast, a conceptual 

understanding via quantitative measures, a dominant method in positivistic paradigm, may not 

be suitable in this research, which seeks to capture individual interpretations and nuances of 

the subject in Middle Eastern palliative care settings. Perceptions of dignity may be multiple, 

constructed as mental perceptions among the participants through the prevailing social and 

cultural discourse, where context is part of understanding and generating knowledge (Guba & 

Lincoln, 1994; Stead, 2004). Thus, the social constructionist lens is suitable because it ascertains 

that knowledge needs to be explored, interpreted, and co-constructed through human 

interactions and personal experiences (Cohen et al., 2007; Darlaston-Jones, 2007; Goldkuhl, 
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2012). Social constructionism does not endorse an ontology or a social world that is reducible, 

deterministic, or generalisable to alternative situations through inferences, but gives 

importance to contextual diversity, acknowledging the effect of the researcher on the collected 

data and its interpretation (Burr, 2015; Stead, 2004). Knowledge is not detached from the 

researcher or waiting to be discovered but can be value laden where assumptions and 

perspectives are explicitly stated (Bunniss & Kelly, 2010; Kivunja & Kuyini, 2017). Not only do 

the reported findings reflect personal stories but they are also filtered through the 

investigator’s understanding and interpretation of the data, in the course of the data collection 

and analysis process (Fink, 2000; Goldkuhl, 2012). 

To unveil the emic, or inner viewpoint of the participant (whether the patient with palliative 

needs or the family caregiver) and generate raw knowledge, there needs to be a social 

interaction between the researcher and the participant in their natural environment. 

The emic viewpoint reveals the meaning conceptualised in the individual’s mind, in their lived 

experience of a distinct phenomenon within a set of socio-cultural frameworks and prevalent 

norms. It reveals the inner world of the participant and how he/she understands an experience 

through the personal lens (Given, 2008). The focus on the individual allows the emergence of 

variation from the mainstream beliefs giving voice to every participant adding heterogeneity 

that is not of less value than the universal ‘truth’ (Burr, 2015; Darlaston-Jones, 2007; Guba & 

Lincoln, 1994).  

Generating knowledge is an inseparable product of the democratised human interaction that 

gives voice and space to the participant, diluting the potentially dominant or steering role of 

the etic, or external perception of the researcher  (Burr, 2015; Cohen et al., 2007; Guba & 
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Lincoln, 1994). Unlike empirical orientations where the researcher holds the power and may 

claim an ultimate ‘truth’ from less powerful ‘subjects’, in qualitative research there is a reduced 

power differential between the participant and the researcher. The researcher is open to 

listening to the participant’s perspective, eager to discover the story in its full richness and 

breadth with flexibility and open-mindedness to diversions from the norm  (Nathan et al., 

2019). So, truth is not uniform or singular in social constructionist paradigm but affected by the 

participant within their context; time, place and social interactions (Burr, 2019; Guba & Lincoln, 

1994). 

The nature of knowledge, the epistemology, in this research is subjective, co-constructed 

between the researcher and the participant, infused with the community discourse, social 

order as well as the researcher’s implicit values and beliefs, reflecting the inevitable subjective 

nature of our realities (Burr, 2015). Knowledge is generated through gaining a breadth of 

understanding of the ‘how’ and ‘why’ of the phenomenon, dignity, via eliciting in-depth 

personal accounts and interviewing that go beyond binary responses. This research is 

positioned in relativist ontology that resonates with social constructionist theoretical lens, 

establishing that social realities are necessarily multiple, inter-relational, and embedded in 

dialect and discourse (Stead, 2004).  Dignity is a complex concept associated with power, 

wealth, rank, wellbeing, skill, and relationships (Jacobson, 2007; Mattson & Clark, 2011), where 

its meaning can be untangled through the lens of cultural relativism. Cultural relativism 

accounts for the variations of ideologies, human behaviours, and customs that make 

communities diverse and resourceful. Through understanding the cultural discourses, the 

researcher can uncover sensitive topics such as patient dignity through the native eye. Cultural 
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relativism addresses the significance of culture in the interpretation of events and its 

significance advocating for tolerance to nonconformity without placing judgment (Langdon & 

Wiik, 2010; Olteanu, 2019). Thus, cultural relativism is in line with qualitative philosophy. There 

is no universal truth about the qualities of patient dignity in illness to be set as a benchmark to 

compare against all other ‘truths’. Instead, there are variations in attitudes, beliefs, and 

behaviours, whose meanings are attributed to the underlying cultural systems and social 

relations prevalent in a society (Liamputtong 2019). 

The aim of the research is to understand the interpretations of the concept of dignity in 

patients with palliative needs in a Middle Eastern Lebanese environment. Thus, it is appropriate 

to explore this through the social constructionist paradigm, embracing a relative ontology and a 

subjective epistemology (Bunniss & Kelly, 2010; Burr, 2015; Guba & Lincoln, 1994). 

 

4.3 Why Qualitative Methodology? 
A qualitative methodology allows for the exploration and description of personal stories, 

values, behaviours, and experiences of dignity.  Since the research question is not about finding 

the intensity or the degree of dignity-related distress in patients, nor isolating variables and 

examining their relationships, or testing a hypothesis,   exploratory- descriptive qualitative 

(EDQ) research methodology is the most appropriate. The EDQ approach allows the researcher 

to be flexible and creative to describe and interpret the data, strengthening the understanding 

of the phenomenon of dignity from the participants’ worldview (Hunter, 2018). The study seeks 

to unfold the multiple facets of dignity embedded within the Lebanese cultural foundations 

without detaching the participant from the natural social setting or controlling external factors. 
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A qualitative explorative-descriptive design that is fluid and probing is selected because it 

allows for the interpretation of community norms, practices, and reflections into an integrated 

meaning and knowledge (Hammarberg et al., 2016).  Data generation needs to follow a method 

that facilitates the participant to express their viewpoint, giving it precedence over the 

researcher’s predetermined set of assumptions. For this reason, a qualitative explorative-

descriptive method that allows this fluidity is selected instead of a reductionist one that may 

overlook the contextual, political, historical, and cultural interpretations of the concept studied 

(Henrich et al., 2010). The reductionist approach tends to explain complex phenomena through 

simple forms or tools reducing the effect of the social conditions and culture, that provide a 

wider relational context and understanding (Stead, 2004). 

 Qualitative methodology unfolds knowledge through in-depth communication with the 

participants to attain a rich understanding of inherent  assumptions and ideologies of 

individuals and collective groups(Newman & Clare, 2016). Hence, knowledge generation cannot 

be completely impartial because it is an inseparable product of the human interaction between 

the investigator, the participant, and the context (Cohen et al., 2007; Guba & Lincoln, 1994). 

The output of the interviews represents raw understanding developed inductively emanating 

from the unique stories of the key informants (Gioia & Pitre, 1990; Ritchie et al., 2013).  

 

4.4 Reflexivity 
A reflexive approach is regarded as crucial in maintaining the rigour in qualitative research.  It 

entails acknowledging the influence of the researcher’s views, beliefs, and unconscious biases 

on the research process, choice of methodology, interpretations, and findings. A reflexive 
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approach necessitates being transparent about the position of the researcher in terms of 

gender, race, religion, marital status, work career, political and sexual orientation, education, 

language, vis a vis the participants. (Bunniss & Kelly, 2010; Dodgson, 2019; Ritchie et al., 2013). I 

attempted this complex exercise of looking inward and being mindful of my inherent 

assumptions and influences as a female in her mid-age, married with children, Lebanese, 

Christian of Armenian descent, with a nursing background working in academia, and a PhD 

student during the research phase.  

My first interest in palliative care awakened when I assisted a senior professor collecting data 

for her study in palliative care.  Having a nursing background and being a clinical nursing 

instructor was an important aspect that allowed me to be sensitive to how much patients and 

family members suffered at end of life.  Patient dignity was such a fragile and personal topic 

often unexplored at end of life when a patient is most vulnerable. My views on dignity were 

particularly stirred when a family member who needed end of life care died without receiving 

proper attention to dignity. The social constructionist approach resonated with my personal 

viewpoint as I was aware that human interactions and open communication are the foundation 

for understanding and caring for patients. Being a nurse, a teacher, and a mother, I felt in depth 

interviewing was an approach that allows participants to have a voice and state what is 

important for them. I tried to reduce my hidden biases through sharing my thoughts with my 

academic colleagues, friends, and supervisors who helped me realise some of my pre-

assumptions and quick judgements guiding me to being mindful of their impact. I remember 

how my supervisor commented on a sentence I had included in one of my writings that talked 

about women being ‘a loving mother and a wife’ and how I had unconsciously assumed 
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gendered roles.  With critical reflection, I re-examined whether the developed story and 

themes were my own story or that of the participant. Reflexivity permitted me to acknowledge 

the effects of the environment and my personal background on the choices I have made and 

consequently craft the understanding of dignity, from patient and family caregiver perspective, 

with humility, transparency and thoughtfulness (Clarke & Braun, 2013b).  

After the completion of each interview, I recorded my general impression, highlighted topics, 

reflections, or any special traits of the participant in my reflexive diary. The reflections were 

used later in the data analysis process. New or dominant themes in the interview were taken 

note of for future comparison with other participants. 
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Chapter 5. Methods 
 

In this chapter, the methods and the approach used to collect data and analyse it for this 

research are described. It includes the sampling and recruitment strategy, how the 

informed consent was secured from participants, and why semi-structured interviewing 

was selected as the tool for collecting data. This chapter also explains the data analysis that 

uses the Braun and Clark reflexive thematic analysis (2013), as well how the quality and 

the rigor of the project was assured. 

5.1Data Collection Methods 

5.1.1 Sampling 

Convenient sampling of participants, who are diagnosed, or cared for, individuals with 

advanced chronic or terminal illness and willing to communicate their perceptions, or 

experiences of dignity, was adopted. Convenient sampling was opted because recruitment from 

institutions was challenging during the Covid-19 pandemic.  The research involves two groups 

of participants: patients and family caregivers. The inclusion and exclusion criteria of each 

group are defined in table 4.1 below. 
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Table 5. 1 Inclusion & Exclusion Criteria 

Inclusion Criteria Exclusion Criteria 

Patient participants  

Adults aged 18 and more since attributes of dignity vary with age  (Marvin, 2015)  

Diagnosed with chronic illnesses or terminal conditions such as cancer of organ, tissue, or blood; or 
organ failures like heart, kidney, liver, lung disease, or progressive neurologic disorders such as 
Parkinson’s, or autoimmune disorders such as Crohn’s disease, systemic lupus erythematosus and other 

Adults who are too ill or too 
distressed to participate as 
identified by their physician or 
themselves. 

They have been hospitalised at least once in the past year before data collection. This criterion will 
ensure patient encounter and interaction with health providers as well as indicate the need for frequent 
medical attention. 

 

Capable of conversing in Arabic, English, or Armenian since the researcher can speak these languages 
fluently. 

 

Demonstrates no cognitive impairment, particularly dementia and delirium, and can grant informed 
consent as per the recommendation of the treating physician or nurse. Cognitive impairment would not 
allow complete and reliable data collection. 

 

Is willing to discuss personal experiences either in person or via online using social media, or through 
telephone interviewing. 

 

Family Caregiver participants  
 
Adults aged 18+ who are related to the patient with blood ties and identified as the parent, spouse, son, 
daughter, or a sibling of the patient. Actively involved in the care of the patient for at least in the past 6 
months. 

Family caregivers who are ill or 
distressed. 

Capable of conversing in Arabic, English, or Armenian.  

Demonstrates no cognitive impairment such as delirium or dementia and can grant informed consent as 
per the recommendation of the recruiting physician. Cognitive impairment might make it difficult to 
complete the data collection. 

 

Does not receive any financial reimbursement for the care giving.  

Is willing to discuss personal experiences either in person or, via online using social medium, or through 
telephone interviewing. 
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Some variation in sampling was sought in terms of gender, age, medical diagnosis, religion, 

socioeconomic status knowing that perceptions of dignity may change with these factors (de 

Voogd et al., 2020; Hammarberg et al., 2016).  The aim was not to have equal numbers from 

each category since the selection of participants was by convenience, but differences in 

characteristics were monitored during recruitment (Palinkas et al., 2015). Heterogeneity of the 

participants was welcomed to identify the shared patterns in different participants, as well as 

assess for differences in the perceptions of dignity in patients and family caregivers. (Palinkas et 

al., 2015).  

Data collection stopped once ‘rich and thick’ information had been gathered from the 

participants (Braun  & Clarke 2016; Clarke & Braun, 2013a). The sample size was dependent on 

the quality of the interviews and the richness of the knowledge captured in each interview 

known as ‘ information power’ (Malterud et al., 2016). Once the interviews provided sufficient 

and in-depth information, allowing the development of shared themes across the data and 

depicting variability, recruitment stopped (Braun  & Clarke 2016; Fusch & Ness, 2015).  

Snowball sampling was employed to complete the sample size due to the difficulties in 

recruiting vulnerable participants during the intense (Covid- 19) pandemic.  Snowball sampling 

is a good strategy to recruit via networking through the initial participant with similar 

characteristics (Naderifar et al., 2017). So, at the end of each interview, the participant was 

asked if he/she could think of an acquaintance who could potentially participate in the study. of 

a potential recruit was discussed with the participant.  
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5.1.2 Recruitment 

Recruiting Patients: The two recruitment sites were a) a home-based palliative care centre 

that provides free of charge home visits to patients at their end of life, b) an outpatient clinic of 

a large tertiary hospital that provided services to a diverse population with multiple medical 

conditions.  Hospitalised patients were excluded from recruitment because they are potentially 

sicker or at an aggravated state of health hindering the capability to afford a private, in-depth 

interview. In addition, restrictions on patient visitations during the Covid-19 pandemic made 

interviews in the hospital setting impossible. An invitation letter was sent via email to both 

centres informing them briefly about the topic and nature of the research. I approached both 

sites to gain familiarity with the staff and provide details about the study and recruitment 

method. I met with four physicians in the out-patient clinic who attended to patients with 

palliative needs and invited them to participate by identifying eligible participants for 

enrolment. Whereas in the home-based palliative care centre, nurses were the main 

gatekeepers for identifying and providing access to potential participants. With the restrictions 

applied to prevent the spread of the Covid-19such as relying on online appointments or 

telephone consultations, patients’ visitations to the clinic as well as home visits of palliative 

team to patients were reduced significantly making recruitment challenging.  

Due to the pandemic, telephone interviewing was the main data collection method. The 

telephone numbers of potential recruits were collected from the clinics through the health care 

team with permission of the primary physician. On the other hand, contacts of potential 

participants identified through snowballing were collected from the primary participant with 

the permission of the potential recruit. The researcher called the participants and asked if they 
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would like to participate in the research on dignity using an invitation script (appendix A). This 

initial telephone communication paved the way for a friendly conversation with the potential 

participant (Mealer & Jones, 2014). The participants were given the choice to conduct the 

interview through a phone, face-to-face, or video call. When potential participants showed 

readiness to partake in the research, the date of the interview was set that was frequently 

within a few days of the initial contact. The participant information sheet and the informed 

consent forms (Appendix C, D, E, F) were sent either via email or WhatsApp as per the 

participant preference before the interview date.   

Data Collection Method: Out of the 29 interviews, 18 were conducted via telephone calls and 

the rest in person.  Telephone interviews are a valuable method of data collection during the 

pandemic as they safeguard the health of both researcher and participant (Teti et al., 2020). 

They are cost-effective, with no travel demands, which allows the researcher to contact 

participants from distant locations. Telephone interviews are also useful for discussing sensitive 

topics resulting in comparable findings to in person interviewing in eliciting rich narratives 

(Block & Erskine, 2012; Drabble et al., 2015). A concern with telephone or video call 

interviewing is excluding those who do not own a phone or missing the in person encounter, 

emotional cues or the environment the participant lived in (Block & Erskine, 2012). However, 

evidence shows that participants are more relaxed and emotionally at ease with telephone 

interviews and willing to disclose personal information, which was evidenced through some of 

the long and valuable interviews. The flexibility of the interviews and the anonymity of the 

participants allowed a power balance between the interview and the researcher that counts at 

the participant’s advantage  (Azad et al., 2021). Though visual cues were not apparent, special 
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attention was paid to signals from the speech such as sighs, emphasis, accent, rapid responses, 

changes in voice, and pauses to enrich the data (Trier-Bieniek, 2012). After the first few 

telephone interviews, I gained heightened awareness for auditory prompts and adopted active 

listening for emotions such as anger, surprise, disgust, anxiety (Novick, 2008). Although 

telephone interviews maybe regarded as inferior to in person interviews, the quality of the data 

can still be maintained by building rapport with the participant, probing, and creating a safe 

medium for honest communication (Mealer & Jones, 2014; Novick, 2008). 

Eleven interviews were conducted in person during lower intensity levels of the pandemic 

applying precautions to protect the participants and the researcher’s health as per the 

recommendations of the research ethics committee such as wearing face masks, using hand 

sanitisers, maintaining a distance between the researcher and the participant, and others (see 

Appendix B).  

Recruiting family caregivers: Most caregivers were recruited directly from the clinics or 

hospital through the physician’s or health care team’s recommendations. Some caregivers of 

interviewed patients were recruited, including individual family caregivers and dyads of patient-

family caregiver. Family caregivers were also enrolled through snowballing.  The family 

caregiver participants who wished to take part were sent information about the study details 

(participant information sheet) and the informed consent to read and discuss before actual 

data collection (Appendix E, F). 

5.1.3 Informed Consent  

The informed consent and patient information sheet were sent to the participants through 

WhatsApp or email and they were given the opportunity to ask any questions before the day of 
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the interview. Before commencing the interview, the researcher explained the nature of the 

research to the participants in a transparent way, why and how it is conducted. The duration of 

the interview, participant confidentiality and voluntariness, the right to withdraw or refuse to 

participate, risks and benefits of participating as well as interview recording, and storage were 

detailed. The candidates were assured they had free choice to participate without exerting any 

coercion. It was made clear that declining enrolment would not result in any adverse 

consequences that would affect their care or relationship with the institution or physician. The 

researcher stated that the interview carried minimal risk on their health but allowed the 

participant space to express personal thoughts or experiences that were untold. Once the 

participant agreed to proceed with the interview, the date, time, and mode of interview was 

arranged as per participant preferences. In telephone interviews verbal consent was audio 

recorded. Written consent was obtained when interviewing in person.  

To mitigate risks, very ill or distressed participants were not recruited, and most of the 

interviews were done via telephone calls to circumvent transmission of Covid-19. A distress 

protocol (see appendix G) was prepared for participants in case any experienced upsetting 

feelings during the interview, particularly when narrating unpleasant memories. The protocol 

was not needed for any of the interviewees as acute emotional responses did not occur. For 

any mild distress during the interview, the interview was paused allowing the participant to 

take time to reflect and then resume  (Draucker et al., 2009). None of the participants 

experienced unpleasant feelings to request stopping the interview.  

The researcher explained that participant anonymity was provided through the research 

lifecycle by removing personal identifiers and actual names of institutions or people mentioned 
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during the interviews. Personal identifiers such as the name, telephone number, recruitment 

site, home or contact addresses were removed, and pseudonyms were applied to maintain the 

character of the participant (Toom & Miller, 2017). Confidentiality would only be breached to 

local authorities when the interviews.  disclosed actual or immediate harm towards individuals. 

However, the purpose of the research was intended to be exploratory intending to improve 

practice and not police any party. 

Whenever requested by the patients, family caregivers could be present during the data 

collection to ensure a comfortable milieu and respect cultural norms (Taylor et al., 2021). A 

copy of the datasets (audios and transcripts) was kept at the researcher’s workplace in an 

encrypted, password-protected personal computer and will be destroyed once the final report 

is approved. Access to the collected information was limited to the researcher and the 

University supervisors. 

5.1.4 The Interview 

In line with the research methodology, the data collection was conducted through in-depth 

semi-structured interviewing (Braun & Clarke, 2020).  In-depth interviews with open-ended 

questions can capture the complex sense-making of dignity experiences, which avoids pre-

determined close-ended measurements that can narrow knowledge generation (Gill et al., 

2008; King, 2004; Ritchie et al., 2013). Language and natural dialogue are essential channels 

through which thought, events, and reflections are relayed, allowing the co-construction of 

knowledge within social interactions (Burr, 2015).  

Participant observation, use of personal diaries, and focus groups were considered as 

alternative methods of data collection; however, semi-structured interviewing was found to be 
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the optimal method in the Lebanese context.  The method of participant observation needed 

ample time and the personal presence of the researcher which was not feasible during the 

pandemic that mandated isolation and physical constraints. Keeping diaries, though could have 

been a source of rich data, but it is not a common habit in the Lebanese culture. Focus group 

discussion was not selected as the topic of dignity was subjective, complex, sensitive, 

demanding more of one-to-one discussion instead of group experiences. In addition, the 

pandemic was a barrier to performing group discussions. Thus, individual interviewing, 

informed by an interpretative framework, was considered the most effective and affordable 

tool in exploring participant perceptions and beliefs. My nursing background was also very 

helpful as interviewing was a well-practiced skill(Nathan et al., 2019). Since the research aim 

was not about constructing a theory on dignity of patients with palliative needs, neither it 

focused on the essence of the lived experiences, Braun and Clarke’s thematic analysis was 

adopted that is explorative - descriptive and useful in illuminating on an un-investigated topic. 

Reflexive thematic analysis is suitable to explore and interpret patterns across the data to come 

up with a central concept of dignity that answers the research question (Braun and Clark, 

2013). 

The interviews were conducted in an empathetic conversational manner, using open-ended 

questions and probes.  A topic guide (Appendix J,K ) devised after an extensive literature 

review, was used to cover the main areas of the research aim (King, 2004). All participants were 

asked about their understanding and experience of dignity during their illness and while 

interacting with health care providers. The researcher encouraged elaboration and clarifications 

when needed. This method privileges the participant’s perspective on dignity facilitating the 
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narration of experiences and beliefs that are subjective and reflected personal insight.  The 

topic guide questions were kept open and tailored to participant responses with probing for 

more details on the topic to deepen a richer description of behaviours that diminish or enhance 

dignity (Nathan et al., 2019). The interview was piloted in the Arabic language with a palliative 

care nurse and a family caregiver to ensure it used both culturally appropriate language and 

questions that elicited relevant information.  The interviews conducted in person were all done 

in the participant’s house. Only two interviews with family caregivers took place in the hospital 

setting and the rest at their homes.  

During the interview, information about the participant’s condition was gathered in the 

beginning such as the medical condition, age, marital status, and role in the family before 

asking the participant about the understanding of dignity.  

The interviews were completed in English, Arabic or Armenian languages as per the participant 

speech fluency. They were audio recorded and then directly translated into English and 

transcribed verbatim including pauses, laughs or other gestures to provide comprehensive 

context to the data.  Paying attention to changes in the tone, voice, and narrative content by 

demonstrating appreciation to the participant contribution was important to maintain 

connection and remain engaged throughout the interview (Drabble et al., 2016). Words that 

were stressed were underlined, three dots were used for pauses, non-English terminologies in 

Arabic or Armenian that did not have an accurate translation were kept in their original 

language to preserve the contextual meaning. 
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To ensure quality of the transcription the first transcribed interview was sent to the research 

supervisors for their feedback.  

5.1.4.1 The Use of Multiple languages  

Since multiple languages were used in data collection, English, Arabic, or Armenian as per the 

participant preference, attention was paid to maintain rigour and not lose the true meaning of 

the content through translation. Traditional methods of forward and backward translations 

were not applied as it would leave a gap in seizing the conceptual meaning of the narrative and 

safeguarding its cultural nuances (Larkin et al., 2007). Instead, the researcher revisited the 

interviews and the transcripts several times in their initial language during translation, used 

alternative words / synonyms or phrases in the translation, observing for grammar and syntax 

to enhance cultural congruence of the translated data (Clark et al., 2017).  During first phase of 

the interviews, because the topic of dignity is illusive, several synonyms of the word was 

employed to ensure that the concept is well understood by the participant. The same wording 

adopted by the participant was followed throughout the interview to maintain mutual 

understanding (Larkin et al., 2007). Often certain phrases were kept in the original language 

because either an equivalent of the word in English were not found or translating it would lose 

meaning.  The aim was not word by word translation to maintain linguistic equivalence but 

rather interpretation of the content vigilant to maintaining conceptual equivalence and close 

similarity of what is expressed with the translation (Clark et al., 2017; Smith et al., 2008).  
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5.1.5 Research ethics 

The study follows the ethical guidelines set by the Economic and Social Research Council (2015). 

As the research was conducted in Lebanon, ethical approval was secured from the American 

University of Beirut Institutional Review Board and also from the Lancaster University Faculty of 

Health & Medicine Research Ethics Committee (FHMREC).  The primary research proposal was 

approved to conduct in person interviews, but because of the Covid-19 pandemic the data 

collection was amended to include telephone calls or video conferencing, which delayed the 

start of data collection by six months. The research project received no funding.   

5.2 Data Analysis 
Coherent with the qualitative philosophy and its values that embrace researcher subjectivity 

(Braun  & Clarke 2019), reflexive thematic analysis was chosen as the method for data analysis 

because it allows for a dense and detailed account of personal experiences. Reflexive thematic 

analysis is flexible and suited to be applied with the constructionist paradigm because it 

supports the underpinning values of a qualitative philosophy where knowledge is 

conceptualised within the sociocultural context and researcher reflexivity is a core value (Braun 

& Clarke, 2006; Braun & Clarke, 2014; Braun et al., 2019). Reflexive thematic analysis  advocates 

the use of systematic and thorough coding that is loose and iterative, without following a 

predetermined coding framework or codebook with the aim of understanding experiences and 

behaviours across the data (Braun & Clarke, 2020). Hence its appropriateness in exploring the 

complex concept of dignity. Reflexive thematic analysis relies on the researcher’s interpretation 

to generate themes after interrogating the semantic (surface) data and uncover its implicit 

(latent) meanings, contradictions, and social implications. So, in coding and data analysis, the 

researcher’s personal mark is inevitable. Nevertheless, credibility is maintained through 
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transparency of choices including the researcher’s reflection and internal examination of 

personal and social positioning that could have affected the findings (Braun et al., 2019; Clarke 

& Braun, 2013b). This was carried out by keeping a reflexive diary where I was challenged to 

explore my role as a healthcare worker and a nursing instructor, and the effect it has on my 

own understanding of dignity and its implications on patients. This self-awareness and 

introspection of personal thoughts, particularly as a novice researcher, increases the quality of 

the research and contextualises it providing transparency (Dodgson, 2019).   

The outcome of reflective thematic analysis is a set of themes revolving around a central story 

of dignity that emerges after long-term engagement and interpretation of the data. The story 

connects the developed themes in a logical sequence responding to the research question of 

understanding dignity in patients with palliative needs.  

Reflexive thematic analysis  can be carried out inductively, where the themes are rooted in the 

data, or deductively using a theoretical lens (Kiger & Varpio, 2020). In this study, I have used an 

inductive method where the themes are data-driven purely representing participants’ voices 

rather than honing down to compare the raw data with a theory or a framework. The process 

was reflexive and recursive requiring frequent revisions to the delineated steps and 

refinements (Braun  & Clarke 2019; Braun & Clarke, 2020; Clarke & Braun, 2013b; Clarke & 

Braun, 2014).  

The translated transcripts were uploaded to NVivo qualitative data analysis software version11. 

Though the coding was developed and applied by the researcher the software facilitates 

organising the data, visualising connections and the running story without replacing the 

researcher’s creativity or interpretation  (Sotiriadou et al., 2014). The analysis was data-driven, 
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searching for codes openly without using a priori framework. A line by line coding process was 

applied remaining loyal and close to the words used by the interviewees (Braun & Clarke, 

2006). The subsequent six steps identified by Braun et al. (2019) were employed. The analysis 

steps followed in this review are explicated in the below table. 

Table 5. 2 The Analysis 

Step Action 

Familiarising with the data 

 

I listened to the interviews few times and transcribed them on 

word document on my personal computer noting down initial 

ideas and impressions. The sounds, giggles (indicated as “ha-

ha”), pauses (indicated by “….”) or emphasised words 

(underlined), were transcribed. 

Generating codes 

 

After listening to the audio-recordings and reading the 

translated transcripts multiple times I marked codes that were 

apparent in the content, or represented an underpinned value 

related to the research question. This step was iterative 

generating over 100 codes related to patients or family 

caregivers’ experiences and perceptions of dignity across all 

the interviews.  

Constructing themes After coding all the interviews, I started to work with the 

patients’ interview text first collating similar codes into initial 

themes and sub-themes. After repeated analysis, 

contemplation, and review, four potential themes were 

developed. Once I finished with patient participant group, I 

commenced collating the codes from the family caregivers’ 

interviews to develop themes. The groups were analysed 

separately to identify similarities or differences in the themes. 
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Revising the themes: Here I rechecked the codes under each theme to see if they 

make sense and compared them with the interviews. I 

explored for other possible themes or nuances related to a 

central concept. Here the interviews were reviewed to see if 

the themes appear across the data.  

Defining and naming 

themes: 

 

The process was an ongoing analysis to refine each theme, 

ensuring they tell a story coherently in relation to the research 

question. Till the last-minute themes were defined and named 

and interview recordings revisited to ensure they capture the 

raw data. 

Producing the report I started the write up, defining each theme and creating 

boundaries, ensuring they did not overlap. I selected vivid and 

compelling extract examples of data to support the themes 

relating them to the research question and the literature. 

Although this is the final step of data analysis, the report was 

reread for few times and the themes were renamed, revisited, 

and refined adding, editing or deleting quotes. 

 

The steps of analysis were non-linear but iterative involving interrogation and reflection 

examining tensions with regard to age, gender, power, societal values and cultural norms. It 

was time consuming to arrive to themes that were rich, interpretive with high level of 

conceptualisation that reflect hidden societal realities and implications. 

5.3 Quality Assurance 
For good quality research it is important that the design and method adopted is fit to answer 

the research question. The formulation of the research question, sampling method, data 

collection and analysis are well articulated with full explanation of why they were chosen (Kalu, 
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2017). Clear description of the embraced ontology, epistemology, and methodology and the 

rationales of those decisions with knowingness is practised to assure the credibility of the 

qualitative research (Braun  & Clarke 2019). Transparency and clear articulation are key in 

maintaining the quality and rigour of the research project (Braun  & Clarke 2019).  

The researcher’s prolonged engagement with the data through reading the interviews several 

times even after the completion of the write up, increased the researcher’s insight into the 

context, minimizing misinterpretations. The research findings are about human stories that 

resulted from prolonged immersion of the researcher in the data, analysis process, and 

thoughtfulness. Seeking the feedback of scholarly colleagues, supervisors and debriefing the 

findings to them, also allowed to researcher to reflect, contemplate, and improve the quality of 

the findings.   

Transferability, or the applicability of the findings to other contexts or settings, is appreciated 

and realised when enough detail of each research phases is provided so that the reader can 

identify with the findings in their local environment (Kivunja & Kuyini, 2017). All the interviews 

were conducted and analysed by the researcher. The Lebanese context was well described, and 

each theme was supported with several excerpts to provide a full and elaborate understanding 

to the reader.  The  thick description of the research phases allows any  outsider to  make the 

judgment of transferability to their own setting (Korstjens & Moser, 2018). Transferability is 

also maintained when the research findings are compared and assessed against the literature 

evidence by using references and established theories (Kalu, 2017). 

In line with the philosophy of this research, researcher subjectivity, creativity and reflexivity 

hold a central stance in generating knowledge in contrast with the structured method 
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employed in more positivistic approaches. Reflexivity has a central role in qualitative studies 

advocating for an explicit account of the researcher’s philosophical framework and position. 

Thus, the researcher kept a reflexive diary jotting down impressions about the participants, the 

interviews, the context, and overall research journey with the encountered challenges. The 

positionality of the researcher is explicitly stated to enhance transparency and convey a deeper 

understanding of researcher’s background.  

The 15-point checklist (Appendix M) criteria for good thematic analysis set by Braun and Clarke 

(2006) is referred to and adopted during data coding and analysis  The checklist entails diligent 

transcription, thorough coding that is inclusive of every item. The developed themes are 

rechecked against the original data ensuring they are well grounded in the data, stand alone 

and make vital components of the narrated story. Time is dedicated to this process to ensure 

the research findings are rigorous and trustworthy.  

5.4 Conclusion 
After exploring the different worldviews, qualitative methodology was found to be the best 

choice for undertaking this study as it generated meaningful data from patients and family 

caregivers. The chapter describes the methodological paradigm as well as the method of data 

collection, recruitment strategy and data analysis. It explains how reflexivity is a central tenet of 

analysis and rigour in qualitative research. The findings obtained from the analysis are 

described in the following two chapters.  
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Chapter 6. The Findings from the Patients’ Interviews 
 

The four themes developed from the 14 interviews with patients experiencing advanced 

chronic and terminal illnesses are presented in this chapter. Participants’ characteristics are 

described briefly following a detailed elaboration of each theme supported with participant 

quotations. A thematic map displaying the developed themes and sub-themes is presented. The 

first three themes a) Faith, b) Family and Children, c) Physical mental and social wellbeing are 

related to the participant’s resources that support dignity. The fourth theme of compassionate 

and comprehensive care sheds light on maintaining dignity while receiving health care services.  

6.1 Participants 
Fourteen patients with various advanced chronic conditions such as organ failure or cancer 

were included in the study. The demographics of the participants are presented in Table 5.1. 

Pseudonyms are used to protect the identity of the participants. Participants came from various 

religious backgrounds such as Muslim or Christian as well as sects of these religions such as 

Sunnis, Shias, Druze, and Armenians.  The interviewees lived in Beirut, or the suburbs and their 

age ranged from 45 to 93 years (mean 68 years). All potential participants identified at the 

recruitment sites agreed to be contacted and accepted to participate in the project. All 

interviewees, except one who was very sick, were willing to talk about their experiences 

without any constraints.  The interviews were conducted between September 2020 and April 

2021. The recruiting took more time than anticipated due to the Covid-19 pandemic restrictions 

that prevented patients from attending the clinics. For this reason, enrolment of participants 

from the home-based palliative care centres was minimal, due to them having to shield at 
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home, coupled with the difficulty of these patients to talk for long hours on the phone owing to 

the impact of their illness and fatigue. Thus, most participants came either from the hospital 

outpatient clinic or through snowballing.   

Four interviews were conducted in person at the participants’ request in their homes in 

accordance with Covid-19 protective policies during non-lockdown periods (appendix D). The 

rest were performed by telephone. The interviews lasted from 5 minutes (this participant 

rapidly became too tired) to 79 minutes with a median of 38 minutes.  

Table 6. 1 Participant Demographics 

Pseudonym Interview 
method  

Age Marital 
status 

M/F Diagnosis  Religion Recruitment 
route   

P01 Sam In person 67  Married Male Cancer Muslim Home based 
palliative care 
center 

P02 Rima Telephone 81 Married Female Chronic 
Obstructive Lung 
Disorder & Heart 
failure 

Muslim Outpatient 
clinic 
 

P03 Mo In person 77 Married Male Kidney failure on 
dialysis 

Muslim Outpatient 
clinic 

P04 Camal  Telephone 73  Married Male Hypertension, 
diabetes & cardiac 

Christian Outpatient 
clinic 

P05 Elie Telephone 67  Married Male Blind, stroke, 
cardiac 

Christian Outpatient 
clinic 

P06 Zein In person 93 Married Male Hypertensive, 
coronary artery 
disease 

Christian Snowballing 

P07 Suha  Telephone 64 Widowed Female Breast cancer  Christian Snowballing 

P08 Viviane Telephone  83 Single  Female Severe arthritis Christian Snowballing 

P09 Lea Telephone 45 Married Female  Leukemia Christian Snowballing 

P10 Chams Telephone 47 Married Female Cancer of the 
Thymus 

Christian Snowballing 
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P11 Ella Telephone 66 Married Female Kidney transplant 
with skin disease 
and dental 
necrosis; 
Mediterranean 
fever 

Christian Snowballing 

P12 Sara Telephone  65 Married Female  Tuberculosis with 
pulmonary fibrosis 

Christian Snowballing 

P13 Mary Telephone  68 married Female  Brain tumour Christian Snowballing 

P14 Nelly In person 52 Married  Female  Breast cancer  Christian Snowballing 

 

6.2 Themes 
 Four themes and 13 sub-themes were developed in response to the research question (see 

table 5.2). The four themes describe the perception of dignity and how it is enhanced during 

advanced chronic and terminal illness in palliative care patients. The first two themes describe 

how patients use faith, family/children for support as resources to enhance and validate 

dignity. Enjoying minimum level of physical, social, and mental wellbeing is the third theme for 

supporting dignity. The final theme explains the impact of health care services on patient’s 

dignity describing the need for compassionate and comprehensive health services to safeguard 

dignity. Thematic mapping is found in figure 5.1. 
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Figure 6. 1 The thematic mapping of the themes and subthemes revolving around the understanding of 

dignity through the eyes of the patients. The central theme of dignity is situated in the middle supported by four themes: Faith, 
Family and Children, Physical, social and mental wellbeing, Compassionate and comprehensive health care. Each of the four 
themes encompass sub-themes clustered with the same background colour.   

 

 

 

 

 

 

 

 

 

 

 

 

 



111 

 

Table 6. 2 Themes and supporting sub-themes  

Faith 1. Dignity is a loose and abstract concept. 
2. Dignity is inherent not affected by illness. 
3. Dignity in illness is enhanced through faith. 
4. Illness is accepted as a regular life event in older participants. 

Family and 
Children 

1. Bearing children reinforces dignity. 
2. Patients focus on children and spouses for affectionate support and 

personal care during illness. 
3. Family highly involved in patient health care. 
4. Visitors enhance dignity during illness. 

Physical, Social 
and Mental 
Wellbeing 

1. Maintaining energy to carry on with regular physical and social 
activities. 

2. Preserving memory. 
3. Maintaining outer appearance and image. 
4. Illness is stigmatised so patient is eager to find cure to preserve 

dignity. 
5. Death anxiety. 

Compassionate 
and 
Comprehensive 
Care 

1. Attentive and compassionate presence from health care providers 
restores dignity. 

2. Patients resort to Western medicine and reputable physicians to 
restore health and dignity. 

3. Clear and honest explanations from health care providers.  
4. Accessible and affordable quality services and medications for all 

patients regardless of social or economic rank. 
 

 

6.2.1 Theme One: Faith ‘I have my faith you know… whatever will happen will 

happen’ 

This theme outlines the fluidity in understanding the nature of dignity and how it is enhanced 

through faith, religious beliefs and principles as viewed by the participants. Whenever patients 

were questioned about their perceptions of dignity, many did not have a direct answer, were 

uncertain about the meaning and requested more explanation. Some did not comprehend the 

question and were prompted by the interviewer with examples or life situations for 

elaboration. The researcher used different synonyms, rephrasing the question, or sometimes 

giving examples of patient dignity from the literature. This difficulty in understanding or 
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immediately answering could be related to the impact of the language on the word of dignity 

translated as ‘Karameh’ in Arabic or ‘Badiv’ in Armenian and the connotations the concept may 

carry in the used language and culture.  However, the participant’s understanding of concept of 

dignity was ambiguous, abstract, and hard to define regardless of gender, language, or ethnic 

group. Some participants said that the word was loose, with multiple facets and difficult to 

encapsulate.  Others explained that dignity is something felt within the self, associated with 

emotions.  

- ‘I don’t know “ezet nafs” (self-esteem) and dignity are so vague and can’t be defined and 

limited. It represents your inner being and world….  I do not know…. If you want, ask me 

more specific topics and I can answer.’ Chams 

 

The concept of dignity appeared opaque to some participants, as they did not necessarily relate 

the concept to that of health. Dignity had an inherent feature preserved in the person 

regardless of infirmity. Illness was regarded as a natural occurrence in life, something that 

anyone may experience without causing changes in personal dignity. Some participants even 

signalled that illness is predetermined from the creator, and that the almighty God is in control 

of everything, the source of offerings as well as losses. Many participants accepted ill health as 

one of the challenges of life that one may regularly confront. However, those of a younger age 

were surprised and did not receive their diagnosis smoothly. 

- ‘No, no for me dignity is not affected by illness, they are not in the same boat…. Dignity 

for me has a different stance, different understanding. Illness is completely something 

else, why should it affect/ damage with dignity?’ Suha  
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Participants stated that dignity is understood as a concept that revolves around the inner self, 

your character, and is something to be protected. Its value is unchanged by gender, schooling, 

social status, or health, because human beings are worthwhile as an end and dignity is 

inherently maintained as an integral part of the person even after death. The dignity of the 

individual is enhanced through faith and loyalty to the Almighty. It is cultivated through 

demonstrating devotion to the virtues and ethical values inscribed in religious scripts whether 

Muslim or Christian, establishing a closer link between the moral individual and divinity.  

- ‘No no, I have taken these things (illnesses) as regular things, and first of all I have my 
faith you know. Whatever will happen will happen, what can I do…’ Ella 

 

Participants expressed consolation and a safe refuge of their dignity in their faith in God. God is 

perceived as the omnipotent presence, the source of life and good. Through prayer, watching 

religious television programs, singing praises, reciting verses, and participating in WhatsApp 

spiritual group communities, participants evoke a sense of hope and wellbeing fostering their 

dignity. The hardships of living with chronic or terminal illnesses are coped with through prayer 

and trusting God who listens to the sufferers. Even amid the difficult cycles of relapse, 

individuals could see “miracles” happening and the “hand of God” arranging life circumstances 

to their own personal good. For instance, one of the participants expressed that even though 

her cancer came in the prime of her life, the timing of her chemotherapy sessions was planned 

by God to protect her from the devastating Beirut Port explosion.  Many believed that illness 

happens as God’s will, and they could not change it. God was comprehended as the source of 

deliverance as well as the controller of events. Faithfulness to the divine was readily expressed 

especially in the minority sects of Armenian participants regardless of gender. Even though 
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some participants could not pray for their health during illness because they were too unwell, 

they asked community members to pray on their behalf for their healing.  

- ‘It was not a personal or lonely struggle with the medical condition, but I felt that 
someone, the Lord, was with me… and the dignity I received from my faith made me feel 
that someone is with me, I am not alone… there are things that cannot be fully expressed 
in words… you just feel them, you feel the presence of the Lord with us.’  Chams 

 

During personal struggles with the terminal illness, participants restore their dignity by finding 

strength and power in the divine through spiritual faith. As the data collection was conducted  

during the pandemic some participants thought that this was a period for contemplation, to 

turn to their Lord pleading for guidance, love, unity, and tolerance as ‘no one is big except for 

God’. 

- ‘Now in the times of corona, I am asking the lord, Dear lord, help us live with love of each 
other that you taught us…. Because if we are united, help out one another, without 
hating, or stealing or holding grudges, or fighting with each other, all this is not worth it. 
Corona showed to us that no one is big except for God.’ Viviane  

  

6.2.2 Theme 2: Family and Children ‘Thank God I have my Children’  

Patients explained that family members, children, and their relations are the building blocks 

and the pivotal social net where dignity is safeguarded during illness. The interviews reveal that 

living in or establishing a family and bearing children are core societal values that reinforce 

individual dignity. According to patients, being surrounded by family members and children is 

considered a loving shield, protective against physical and psychological threats to dignity. 

Children are regarded as the legacy of the participants to whom they pass on their values, 

‘wisdom’, and stories, finding fulfillment in personal honour that enhances dignity. It is a 

common aspiration to thrive to maintain cordial family dynamics and respectful relationships 
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amongst extended family members, in order to maintain close connectedness and warm 

relationships. Large families are a source of pride, where men are regarded as the head of the 

family and women, the mother is the primary social organiser, source of compassion, kindness, 

and love among the members. 

‘Of course. Pardon me, my children graduated from universities, and got employed, but 

it was not enough. So, they went to America and my eldest son got married and he has 

kids now (a boy and a girl). And my other son also got married but has no children yet’. 

Elie 

 

‘My wife and children are very good hamdellah, and I live with them. My wife is also very 

good, she takes care of me … My children are with me, my wife is near me and I own a 

house (an apartment) and the children do for me whatever I need, you understand ?’ 

Camal 

 

Married participants take pride in their children and those with no children, celebrated their 

own personal successes, their education, and involvement in the community as their source of 

pride reinforcing dignity. In line with the fundamental significance of family in an individual’s 

life, their presence during hospitalisation around the patient is perceived as of utmost 

necessity. The family’s presence feeds into the patient’s identity, social status, worth, and 

dignity. When the patient is in a vulnerable condition, such as during hospitalisations, the 

husbands, wives, or children take over discussing the medical condition, or even plan the care 

of the patient, as this is regarded a filial duty springing out of love, caring and compassion.  

- ‘Dignity will change when the person does not have a family to dignify him/her and take 
care of him …, this is when dignity changes. However, thank God, I have my children, 
they work, and they are employees, so they preserve my dignity. Thank God’ Rima 
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- ‘yes, I forget everything, but they (my children) are above all, they are the most 
important thing for me, especially that I have my condition, for me, my family is the most 
important thing’ Suha  

 

A loving partner, a husband, or a wife, who assists in their daily needs, and is loyal and 

empathetic towards the patient is a major source of support to boost the dignity of the patient.  

Caring for the patient or handling the basic daily needs (washing clothes, maintaining personal 

hygiene, ensuring a nutritious meal) without showing that the patient is a burden on the carer, 

wraps the patient with a sense of security and warmth. This tolerance demonstrated towards 

the patient during their illness conveys a sense of inclusiveness, belongingness, and acceptance 

despite the infirmities of the patient.   

- ‘My husband’s extensive support for me was first, my friends who were always ready to 
be of assistance …all of these summed up, gave me hope…. I always sing this “Love held 
me high” [sern vertzouz zis]” the love that I enjoyed surrounding me was amazing ….’ 
Nelly 

In contrast, a husband, or a wife who is distant, non-caring or not involved in the care reduces 

dignity and is even a source of distress. Therefore, often, family members take over the 

planning and implementation of the care of the ill patient. This entails making medical 

appointments, communicating with the health care team, securing medications, and following 

up with health care providers about need.  

- ‘even my husband didn’t take care of me, neglected me “ma tallae feyye” (he never laid 
eyes on me), I was trying to support my back and my lungs were hurting as if I am 
holding one ton of heaviness on my spine, and at the same time, I have to do my house 
chores, I needed to go up and wash the dishes and my tears filled my eye (dmooeei aala 
aaynayye) , …So, I did not find any help from my husband ‘ Sara 

 

Having visitors at times of illness is appreciated, as it is a sign that the ill person is respected and 
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is missed in the social circle. Family members, as well as extended family or friends living 

abroad, come over to visit and support the ill person. This is a cultural custom that bears the 

meaning of reciprocity in caring, courtesy, and kind attention to the sick. 

-  ‘Honestly, the negative part of my sickness I did not focus on; but the positive parts were 
my children, my sister, my husband, even …. hmmm my daughter from the states came 
to visit me. She said she felt through the phone call that I am not doing well.’ Mary 

 

- ‘it's not only that my brothers came over from Europe to visit me, I tell you all the whole 
neighbourhood came over for a visit. All the neighbourhood was here.  If they don’t 
respect or care for me and I don’t respect them, do you think they would have come to 
see me?’ Sam 

 

In this regard, a participant who felt isolated from friends due to physical weakness or inability 

to go outside, or their friends had passed away, was disheartened, and felt that they had lost 

purpose in life and that living a long life without seeing family or spending time with friends is 

useless.   

-   ‘I have been at home for years. why? My friends are all dead. Where do I go? And this 
has affected me.’ Zein 

 

During the pandemic, the most damaging impact to patient dignity was the restricted patient 

visitations in the hospitals. Patients felt isolated or neglected in the hospital, which affected 

their self-esteem, morale, and ultimately dignity. 

- ‘It had been the 5th day of my hospitalisation and I hadn’t had anyone visiting me… this 
behaviour from the nurses was so bad, as if we were animals….  This was not right.  This 
didn’t help me to improve in health.’  Chams 
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Even when personal visits are not possible, communicating through smart phones or online 

applications is perceived essential to stay connected.   

- ‘I spend my time with praying, and I use the cellular/ mobile, I am happy to have it.  I 

send WhatsApp messages to my friends. I send news and updates to my friends; I send 

them important sections of news or articles written related to Lebanon. I remove the 

advertisements from them.  I send to my Armenian friends separately, then Arab friends 

then those who are in the USA.  I edit the news and send each group different ones 

according to their preferences. This is how I spend my time’ Ella 

 

6.2.3 Theme 3: Physical, Social and Mental Wellbeing’ changed upside down…’ 

Patients aspired towards restoring their physical fitness, normal life, mental and social 

wellbeing, symptom relief and cure. They hoped to escape from illness and its attached stigma, 

to reinstate normalcy, and restore dignity. Preserving physical energy and functionality were 

one of the shapers of dignity in illness. The ability to move around, walk, take care of personal 

needs independently (toileting, bathing, eating), be symptom free, pursue a career, go to 

outings for relaxation or pleasure were other core elements of feeling dignified. This implies 

that comfort and a manageable level of pain to enjoy physical autonomy and pleasant social 

interactions is a precondition.  

- ‘The things that changed in me are …  what can I say…I changed upside down.  I was a 
gentleman, I loved going to trips, to have fun, I love enjoyment and party ….my condition 
is not the same now it turned upside down. This is the truth…I used to walk from here 
(cheifat area) to Beirut governmental hospital and come back on my feet. It’s not the 
same now.’ Sam 

 

Memory loss or confusion is a barrier to maintaining dignity as it takes away not only the ability 

to make decisions, but also, the capacity to start a meaningful conversation or socialise with 

others. As expressed by one of the patients, without her memory she was living in a trance or 
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void, she was invisible like having lost her identity. Thus, memory constitutes an integral part of 

identity, which is a key aspect in dignity, 

- ‘I was isolated, didn’t want to talk to anyone, because I had lost my memory... this 

affected my dignity…you understand?’ Mary 

 

The outer appearance of the patient such as maintaining skin integrity with no wounds or scars, 

preserving the body intact without losing a body part, for example a breast, enhanced dignity. 

Clean clothes, normal hair, teeth, and facial shape were fundamental to self-esteem that boosts 

dignity particularly for women. Wearing a wig due to chemotherapy-induced alopecia was one 

of the most frustrating consequences of the treatment. Women tended to feel embarrassed, 

intimidated, unable to discuss hair loss openly with friends, coping with it with concealment 

and by wearing additional make-up on the face.  

- ‘Hmmm… I will tell you that for me the worst thing was my hair loss and the use of a wig. 

This was a topic that was very difficult for me to accept. Even when things were well, 

and I resumed going to work (as a teacher at school) that topic I couldn’t talk about … I 

was really touched by it and ashamed of ….’ Nelly 

 

It is noteworthy that patients perceived chemotherapy and radiation sessions as usually painful 

experiences, both psychologically and physically. In particular, distress is high when the 

participant is obliged to expose intimate parts of the body like the breasts or the genital area 

during treatment. These cycles were loaded with emotions of loss of control, fear of the 

unknown, internal stigma and damage to dignity.   

‘I told him I have a session, he said fine, but why are you crying, I said I am scared. 

Scared… and finally my turn arrived and I went inside,  I told her, Please doctor , may 
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God keep you, give me  ( tell me )  something simple from your experience. She said, 

‘Ammo’, nothing will happen to you. Then she said come in, and lay down and remove 

your underwear… yeh yeh …. What a scandal, I will remove my underwear?’ Sam 

 

Cancer was still regarded as ‘the condition’, that is not talked about openly but is hidden away. 

In this regard, gossiping, or discussions in the social circle about the sick person’s health 

condition, was regarded to be shameful and degrading to the dignity of the ill person.  

Maintaining a dynamic reputation in the community was of utmost importance as this raised an 

individual’s worth as a valuable member in the society. In some communities, cancer was 

regarded as a contagious ailment and highly stigmatised. This was clearly expressed by some 

participants who perceived that society was discriminatory against individuals with advanced or 

terminal illness.   Another participant stated that upon her initial diagnosis her neighbours 

avoided visiting her thinking her condition is infectious.  

- ‘… my neighbour who lives in the same floor, she stopped visiting me (very unhappy and 

annoyed), thinking that my condition is contagious, because she wanted to protect her 

daughter in law who was pregnant’ Nelly 

 

An interviewee with blood cancer never mentioned the word “cancer” at all throughout the 

interview but replaced it with the term “my condition”. A young working, female participant 

stated that she did not want pity from others but demanded equal treatment as a regular 

human being with fair career opportunities. Pity from society elicited the patients’ perception 

of being weak, disempowered, and vulnerable. It reinforced segregation and consequently 

demoralisation, resulting in hopelessness that did not resonate with dignity.  
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- ‘Hmm…maybe...eh, when, for example, when you get sick, and people know that you are 
sick they start looking at you in a different way...eh...in a way that they pity you…eh. this 
is ...I think this is not right... eh… they start …eh... labelling you. eh...which is ...eh... 
which in my opinion is very wrong.’ Lea 

 

The stigma of illness was reflected in the reluctance of patients to visit the hospital as it was 

regarded as a ‘dirty’ or infected space that should be avoided. A participant expressed that he 

requested from his family to postpone or avert hospitalisation even if he is acutely ill in fear of 

contracting an infection that would further jeopardise his health and as a result affect his sense 

of dignity. Some described the pandemic as a ‘disaster’, a ‘nightmare’ or a ‘ghost’ that created 

national chaos. 

- ‘Yes, I was on my nerves “ana eaade aala aasabe”, patients are coming and going … I 
was so worried, my son becomes very worried for me, too since I cannot get the flu, I 
cannot get flu; it can directly affect my lungs and fill it with water’ Sara 

 

The loss of dignity through the debilitating complications or effects of the treatments was very 

burdensome. Patients perceived that their dignity could only be restored by finding a cure or at 

least evading medical complications. This intense longing to find a cure or stop the progression 

of the illness was palpable in the participants, who actively sought frequent, multiple medical 

consultations from various health experts hoping to find a remedy.  

- Next, I went to another doctor… doctor (X) ….… (they sound upset) …because the other 

physician (doctor S) could not fix me, though I did everything he asked me to. Finally, 

after many consultations, the nose pimple dried up and fell off ….’   Ella 

 

The diagnosis of the serious condition itself sometimes triggers an anticipatory grieving process 

of group mourning, characterised by family gatherings and hours of weeping and lamenting 
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over the destiny, or the upcoming gloomy fate, (death) of the ill individual.  Family grieving is 

often a reaction to being aware of the closeness of death after the disclosure of the diagnosis. 

This family sorrow and group mourning, which is particular to Muslim oncology patients, 

affirms the communal perception that cancer is a life-limiting and incurable disease. It also 

indicates that most family members were aware of the patient’s diagnosis. With this active 

grieving process, patients often experience psychological distress and anxiety ‘turning the world 

upside down’ when faced with the possibility of death and the unknown extent of suffering that 

awaited them.  

- ‘They (the brothers and sisters of the patient) were crying, sobbing, yelling… An hour of 

sobbing, nobody is talking to each other except crying, the only word you hear is Di3anak 

ya (what a tragic loss you are) …. ‘Sam 

 

Some of the patients’ fear of the unknown was overshadowed by their worry of how the family 

would manage their livelihoods after their death. This was observed to be true for men and 

women across the different religions and sects particularly, for those who would leave young 

children and spouse behind. 

 

6.2.4 Theme 4: Compassionate & Comprehensive Care ‘The physician kissed me on 

the forehead and told nothing is wrong with me’ 

Compassionate health services enhanced participants’ experiences of dignity. In contrast, 

indifferent care demoted dignity. This theme also touches upon patient preferences and the 

impact of the socioeconomic and political state of the country on access to quality health 

services, that inevitably influences patient experiences of dignity. A kiss on the forehead in 
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Arabic cultures is associated with apology and comforting the kissed person acknowledging 

their grief (Ochuko, 2021).  Health providers who approached patients with sensitivity and 

exhibited compassionate caring, providing direct attention and hope for better wellbeing, were 

regarded as resourceful, fostering patient dignity. 

- ‘The physician came to my room and asked about my wellbeing. I told him I had fever 
that day, he told me “come, come“, he kissed me on the forehead and told me “nothing 
is wrong with you”. He removed my leg stockings and told me to move my legs and start 
walking….’ Nelly 

 

Participants desired to have respectful communication during their health service encounters 

where the physician is competent and takes enough time to assess, listen and then propose a 

treatment. Physicians who answer patients’ phone calls, who are present and support the 

patient during chemotherapy or radiation sessions, who performed frequent ward rounds on 

their hospitalised patients, demonstrating an approachable and compassionate attitude 

throughout the illness trajectory, were regarded as ideal in fostering patient dignity.  In 

contrast, physicians who remained distant from the patient in their posture or attitude, were 

volatile in their moods or non-empathetic in their responses or absent or passive during 

treatment sessions were not favoured. Kind and enduring communication that involves 

explaining and sharing information in a candid manner was appreciated.  

- ‘For me it is important that a doctor is always a good listener and listens to all questions 
…This is what I want. These things comfort me. Sometimes they do not tell the truth the 
whole truth, though there are physicians who explain all the phases of the disease’ 
Viviane 
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During the pandemic, hospitalised patients saw that nurses were overworked and at the same 

time not well protected or equipped to avoid contracting the infection due to a shortage of 

protective personal equipment and disinfectants. Participants explained how nurses performed 

shorter and less frequent hospital ward rounds to assess or check on their patients. The verbal 

and physical interaction between the patient and the health provider was compromised due to 

wearing masks that hid facial clues and sometimes resulted in miscommunication. Careful 

attention and individualised care were not always practiced by health providers, and this 

threatened patient dignity. 

- ‘Nurses were not always polite, so, because it is covid-19 time, the nurses stay in the 
room for minutes or seconds, she/ he does the work and disappears’ Lea 

 

According to the patients, Covid-19 caused delays in providing prompt nursing attention to the 

patients such as answering the call bell or performing thorough and frequent assessment. 

Though this was disliked as it affected quality of compassionate safe care, there was no active 

blaming made from patients to the health care staff, on the contrary, most patients 

sympathised with them believing they did their best to serve the sick in difficult circumstances 

to maintain their needs that enhanced dignity.  

Information sharing was regarded to be an important aspect of care to the participants that 

enhanced dignity irrespective of language, gender, or age. One participant was skeptical about 

the superficial and non-convincing explanations of a physician when he asked about potential 

complications on his sexual health after receiving radiation therapy to the pelvis. Clear and 

simple information about side effects of treatment, chances of full recovery, a plan of care, was 
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of utmost importance to all patients to safeguard dignity. Communication about the type of 

surgery, or the identity of medical staff performing the procedure, resources to be secured 

prior to procedure (for instance units of blood), cost of the procedure, was information that 

was expected to be shared clearly by the health care providers to participants. One participant 

was very upset when she discovered after the surgery that one of the preplanned procedures 

was not performed during the operation. Hiding information was disappointing and diminishing 

to patient dignity. Parallel to open communication, proficiency in care through providing proper 

and effective management of symptoms was regarded as a crucial skill practised by the medical 

professionals in all encounters. Participants wanted trustworthy health care professionals who 

are capable of identifying and acting on the best possible treatment for the patient’s wellbeing 

without hesitance or being affected by patients’ socioeconomic variations. 

- ‘The thing is that they (health care providers) did not tell me that the insurance did not 
approve of the fees, and they didn’t do the second surgery.’  Viviane 

- ‘The neuro professor couldn’t regulate my high blood pressure, though I was sent to him 
by my primary physician’. Elie 

 

The participants had frequent interactions and encounters with the health care providers due 

to their progressive health condition. All participants actively sought Western state of the art 

medicine, perceiving it as the optimum method to restore their health and wellbeing. All 

interviewed patients preferred visiting physicians who were popular for their expertise in the 

community, practicing in private hospitals, regardless of their high charging fees.  Health 

services or physicians educated in Western countries such as the United States were regarded 

of better caliber, knowledgeable, and respected for their proficiency and utilisation of high 
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technology. Western medicine was regarded as credible, trustworthy and the best means of 

restoring health and consequently dignity. 

- ‘I think high technology and quality care is found at the American institutions or 

hospitals; they were more polite. There is a different culture there’. Ella 

 

-  No no no. I never went to hospitals except the American, where the healthcare teams 

are... ‘chapeau bas- French word (respectful)’, really excellent’. Camal  

 

 

Participants expected that nurses, too, should share information and deliver compassionate 

care in health care institutions. Patients explained they liked nurses who took the time to sit 

with them and talked about their overall wellbeing, maintaining eye contact. In contrast, when 

nurses were merely performing responsibilities in a routine like fashion, they were regarded to 

be ‘robotic’, lacking attentive care and empathy towards the patient. 

-  ‘ …However, if the nurse talked to you kindly, it would make you feel better even if you 

were in pain, she would alleviate the pain’. Camal 

 

Another concern was about categorisation of the quality and the delivery of care in line with 

the ability of the patient to pay.  Some procedures were performed by medical students instead 

of physicians on patients who were disadvantaged economically and could not pay directly 

from their pocket.  The socioeconomic status or financial capacity of the patients and the power 

to afford services categorised them as privileged, or less advantaged to access quality and 

expert care. For instance, one of the health institutions catered for several types of clinic visits 

that varied with the amount of time allocated to the patient and consequently the charges of 
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the visit. Since most of the quality health care was privatised (The New Humanitarian, 2008), 

equal access of the poorer communities to quality health services was limited, creating inequity 

in health care and health status. This took a harsh toll on dignity.  

- ‘At this hospital, outpatient health care depends on time spent with the physician, 

sometimes physicians don’t spend sufficient time with the patient, and this is not fair, 

and a very bad thing. If you have a long session, they charge a specific high fee, and if a 

short session they charge less’.  Sara 

 

Specialised care that entailed just assessing one part of the body and denying broader 

assessment by the health care provider was interpreted by patients as fragmented care.  

- ‘But I don’t care, I am a client, even if there are 50 more clients outside waiting for him 

(the physician) I have my rights and I need explanations and information. He said, “now 

you are coming for your nose, next time we check the other areas of your body” ‘. Ella  

 

Long waiting hours in the health clinics, or rushed quick encounters, were regarded as 

commercial, degrading of patient’s dignity. One of the participants who did not have private 

health insurance or coverage explained how humiliated she felt, having to wait at the 

governmental organisation’s door to secure a subsidy of the cost of her medicine. These 

occurrences were interpreted as diminishing to patient dignity and patient rights.  

Individualised care that attended to patient needs and preferences, had a non-judgmental 

approach regardless of social class, acknowledged the psychological distress of the patient, and 

placed the patient’s wellbeing as a priority was required to foster dignity.  

- ‘In Lebanon, it is not available, even the person who is insured, we stand in long queues 
“tawabeer” in front of the national security building to request our medications’ Sara 
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For many patients, the physicians who did not charge for the health consultation, were 

interpreted as noble and non-commercial. Participants often saw access to health care as a 

privilege for those who can afford it and not a universal human right. Quality health care was 

expensive and privatised, thus the chances of receiving basic health services were difficult for 

those with fewer finances, and this demeaned their dignity. Even the quality of nursing care 

provision in hospitals was sometimes influenced by the social status of the patient. For 

example, and those who could provide small gifts such as wealthy businessmen or popular 

clergy or politicians are regarded as the fortunate.  

- ‘If anyone belongs to a religious group, he is admitted to the hospital easily, Also, if you 

are a politician or something important, you will have no problem with the hospitals… 

it’s a great deal’.  Sara 

 

Some participants reported that the volume of diagnostic tests, the frequency of repeating 

tests for validation of results, and the multiple medications to be digested daily, were a heavy 

burden on the patients’ social, psychological, and economic wellbeing diminishing dignity. 

6.3 Summary 

Four themes were developed that were the anchors of patient dignity: faith, family and 

children, overall wellbeing, and compassionate health care. Dignity, though potentially abstract, 

was cultivated and balanced within the personal, social, and environmental realms of the 

individual.  The internalisation of religious beliefs and the supportive presence of family 

members comforted the individual by protecting dignity during serious illness. When utilising 

health services, compassionate patient-centred care that catered to patient needs, 
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characterised by kind attentiveness and ongoing communication was felt to be a crucial 

element to preserving patient dignity. Lack of uniformity in the standard of care to all social 

strata, the poor and the rich, was voiced unanimously. The next chapter presents the findings 

from the family caregiver interviews. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



130 

 

Chapter 7: Findings- Family Caregivers’ Perspective 
 

The findings from the family caregivers’ interviews caring for patients with advanced chronic or 

terminal illnesses are presented in this chapter. Participants’ characteristics are displayed in 

table 6.1. The four themes are a) Kind and loving discourse, b) Securing a good life, c) 

Maintaining the social role in the family hierarchy, and d) Compassionate health care. The four 

themes and their sub-themes are described below, supported with quotations from interviews 

with caregiver participants.  

7.1 Participants 
The 15 family caregivers interviewed were either spouses, sons, daughters, or close relatives 

living with or closely caring for patients in need of palliative care. The participants were actively 

involved in delivering direct hands-on care assisting in daily activities of living such as toileting 

and bathing. They also supported their relative in other ways, including paying for care or 

managing the patient’s medical or health care needs, making appointments and accompanying 

them to the clinic.   

All eligible candidates were recruited at random except for one family caregiver who was 

related and lived with a patient participant forming a dyad.  The data were collected between 

September 2020 and April 2021. All recruits readily agreed to participate in the study once 

approached by the researcher.  The interview time lasted an average of 30 minutes, ranging 

from ten minutes (stopped early due to connection interruptions in the phone line) to 49 

minutes. Eight interviews were carried out via telephone calls because of compulsory 

governmental lockdown measures to reduce the risk of covid 19 transmission. The rest were 
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carried in person observing personal protective precautions such as social distancing and 

wearing a face mask.  

The participants belonged to diverse sects and religions. Arabic, English, or Armenian language 

was used according to the participant’s mother tongue and preference. Most participant 

caregivers were females indicating the high involvement of women in the direct care of the sick 

at home. Many of the male caregivers were supporting the care financially, though some were 

hands-on caregivers. The participants lived in Beirut, except two who lived in the suburbs. 

Characteristics of the caregivers are illustrated in table 6.1. Pseudonyms were assigned to 

provide anonymity to the participants.   

Table7. 1 Participants’ Characteristics 

Pseudonym Interview 

method 

Caregiver 

Relation  

Medical condition of patient Recruitment route  

C01 Zeina Telephone Wife Dementia and cancer Outpatient clinic 

C02 Kawsar  Telephone Daughter Stroke Outpatient clinic 

C03 Muna In person Wife Hypertension, cardiac Snowballing 

C04 Sima Telephone Daughter Cancer  Outpatient clinic 

C05 Remi In person Daughter Heart failure/ COPD1 Snowballing 

C06 Jean In person Son  Heart failure/ COPD Snowballing 

C07 Simon Telephone Son Heart disease/ HF2 Snowballing 

                                                           
1 COPD: Chronic Obstructive Pulmonary Disorder 
2 HF: Heart failure 
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C08 Ibtihaj Telephone Daughter DM3, CAD4, PAD5 Outpatient clinic 

C09 Thuraya In person Daughter Depression/ fibromyalgia Snowballing  

C10 Husam In person Husband Diabetes, Alzheimer’s Snowballing 

C11 Ihsan Telephone Daughter Breast cancer mets6 Outpatient  

C12 Saieed In person Son Thyroid cancer 7 mets. Outpatient 

C13 Rana In person Daughter Lung cancer, head trauma Outpatient  

C14 Salwa Telephone Sister Bladder cancer Snowballing 

C15 Maya Telephone Daughter Alzheimer’s, stroke, Diabetes Snowballing 

 

7.2 Themes 
The analysis steps outlined by (Clarke & Braun, 2013a; Clarke & Braun, 2017) was applied 

identifying more than 200 codes across the transcripts ( figure 6.1). After full immersion and 

engagement with the data, four themes and 13 sub-themes were developed (table 6.2).  

  

                                                           
3 DM: Diabetes Mellitus 
4 CAD: Coronary Artery Disease 
5 PAD: Peripheral Artery Disease 
6 Ca: Cancer 
7 Ca: Cancer 
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Figure 7. 1  Thematic mapping of the findings.  

Dignity in the centre is supported by four themes: Duty, Securing a good quality of life, Maintaining role in society, The role of 

the health service in maintaining dignity. Each of the themes embraces the related sub-themes. 

 

The first three themes unpack how family caregivers understand and protect the dignity of their 

ill family members within their homes or health institutions. The last theme elaborates how 

patient dignity may be enhanced or reduced in the hospital setting while receiving treatment.   

 

 

 

 

 

 

 



134 

 

Table 7. 2 Themes  

Duty  - Caregiving is a familial duty underpinned by religious values. 
- Dignity protected by providing personal care, keeping the 

patient clean, well dressed, and well fed. 
- Kind and loving communication is a means of enhancing 

patient dignity. 
- Constant presence near the patient. 

Securing a Good 
Quality of Life 

- Securing physical, social, and health needs of the patient 
- Dignity is enhanced by personal achievements, economic 

security, and character. 
- Physical dependence and loss of memory diminish patient 

dignity. 

Maintaining role 
in society  

 

- Patient’s dignity is affirmed at home, staying connected, living 
the social role and hierarchy in the family. 

- Dignity enhanced through maintaining the essence of 
relationships regardless of illness induced changes. 

- Family caregivers tend to conceal cancer diagnosis from 
patient to maintain dignity. 

- Readiness vs anxiety towards death. 

The role of the 
health service in 
maintaining 
dignity  

- Health care providers who are approachable and supportive 
during illness.  

- Prompt nursing attendance with genuine interest to assist 
patient. 

- Family involvement in care management upholds dignity. 
- Equitable, affordable, and quality care to all patients especially 

the impoverished. 

 

7.2.1 Theme 1: Duty ‘Only kindness and sweetness are my duty towards him’ 

Family caregivers perceive caregiving as a familial duty and an inherent obligation through 

which they affirm their commitment to their religious beliefs and spiritual virtues. By adopting a 

kind and attentive relationship with the ill individual, family caregivers set the foundation for 

dignified care.  

Caregiving is an intertwined journey of social exchange with the ill person where dignity and 

the wellbeing of the caregiver may be at risk for compromise in due time. Participants 

explained that taking care of a sick person is an emotionally, physically, and economically heavy 
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burden. However, preserving patient dignity is of utmost importance because good caregiving 

of the sick family member restores the family caregiver’s reputation and honour in the 

community, upholding social status and respect.  

- ‘But I am doing this (caregiving) for God’s sake and for my own honour. I must do this … 

If someone came and saw his pyjamas and underwear dirty, his feet dirty, they would 

say, ‘what is this woman?  She doesn’t take care of her husband’.   Muna 

- ‘Even when I face different ugly things with him, I accept it with an open heart because 

we are all susceptible to these things. …So, if we as a couple, married for almost 60 years 

don’t tolerate each other, so say farewell to God. Thank God, our relationship is based 

on respect, respect and affection’. Zeina 

 

Good care to their ill family member with palliative needs is regarded as a religious and filial 

duty. Family caregivers believe that taking care of the sick is a pious obligation and a 

responsibility that has a sacred or spiritual connotation, bringing the family caregiver closer to 

God and providing spiritual harmony. The family’s understanding is that health, sickness and 

ageing are natural stages of life, controlled by God and need to be accepted gracefully. Taking 

care of the sick is like embarking on a compassionate journey, which is a moral act endeavoring 

to usher in spiritual peace or salvation. According to most caregivers, regardless of gender or 

religion, providing emotional and physical support to the sick nourishes self-esteem and 

cultivates spiritual wellbeing.  

- ‘As I accepted the sweet days …., I must accept the bitter or the bad, because this can be 

the path to spiritual salvation from many things in our lives. So, I accept it’…So, 

preserving his dignity is by not using bad language, but only kindness and sweetness is 

my duty towards him’… Zeina 
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For some family members, particularly those belonging to Islam, dignity is advanced through 

virtuous acts such as benevolent deeds, performing acts of compassion, serving the community 

voluntarily, feeding the hungry, respecting the elderly, and appreciating people from diverse 

backgrounds. Thus, family caregivers stay vigilant and careful when providing compassionate 

care and kind communication and ensure there is no shouting or use of harsh language. Their 

spiritual conviction helps them to maintain the general wellbeing and dignity of their family.  

-  ‘The most important thing is making her feel love and kindness. It is important to let her 

feel that I care for her, and I love her, and no matter what she does or happens I will 

always accept it.’ Rana 

 

Family members enhance patient dignity by providing support to the sick member through 

maintaining personal body hygiene, clean clothing, securing the medications and daily meals. 

According to the family participants, caregiving is an intricate and challenging responsibility that 

involves disciplining the self to stay kind, accepting, enduring, and being in a ‘giving’ mode with 

the patient. Caregiving may involve intense emotions such as personal deprivation, feelings of 

loss, and unwavering commitment to continually uphold patient dignity and maintain care. 

Family caregivers who could not afford to have formally paid caregivers to assist them in 

cooking, cleaning, or patient care, were more burdened than others who had that privilege. 

Though fatigued and sometimes in distress, family caregivers felt obliged to provide daily care 

staying faithful to religious beliefs and avoiding disgrace in the community.  

- ‘she’s very good, living dignified, everything is cleaned, she has everything she needs. 

Her food, and everything…’ Salwa 
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Family caregivers spent days and nights with their hospitalised mother or spouse, depriving 

themselves from personal care, such as sleep. When patients are hospitalised, family members 

are always present with the patient to provide support and safeguard patient wellness.  

- ‘Now when my father was hospitalised recently, I stayed with him most of the time, I 

never leave him’ Remi 

 

- ‘Yes, I sleep beside her, and I keep on taking care of her day and night.  (her voice 

suddenly became sad, and she started crying) … she is my mom…’ Ihsan 

 

Taking care of the sick member is a collective family responsibility exhibited by the division of 

tasks and responsibilities of care amongst each other.   

- ‘So, since my aunt is now passing through this hard situation, so… we need to be by her 

side. “Ma feena nofrot kelna” , we can’t be weak or divided, she is passing through a 

tough period, and we have to help her.’ Ihsan 

 

Most of the married caregivers who were taking care of their spouses stated that their sense of 

dignity has merged and united with that of their partner. So, their individual dignity is inevitably 

enhanced or damaged through the dignity of their ill spouse. For instance, a wife explained that 

she feels happy when her husband is nicely dressed, or when he is washed clean because his 

wellness reflects on her own wellbeing and morale. Physical cleanliness of the patient’s body 

and neat appearance had a vital significance on preserving dignity for most of the female family 

caregivers.  

Soothing communication, maintaining respect, a clean body, securing nutritious meals and 

medicines (which were in short supply in Beirut) were regarded as the basis for a dignified life 
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for the ill individual with palliative needs. Active listening, constant presence with the sick, 

respecting individual preferences, and accepting patient weaknesses with an open empathy 

were considered important aspects of dignified care.  

7.2.2 Theme 2: Securing a good quality of life ‘Make sure all patient’s needs are met’ 

Family caregivers all expressed the feeling that dignity of patients with advanced and terminal 

illness is maintained through a good quality life where physical, psychological and health needs 

are met. Family caregivers are ready to attend to the needs and dignity of the patient from 

providing basic physical support to social entertainment, symptom management, personal 

space, supplies, and health care services. All the participants wanted to see their sick family 

members content, calm at home, comfortable and without pain.   

- ‘Of course, of course. My mother’s dignity is a priority to me, that she doesn’t feel upset. 

I make sure that all her needs are met, that she has nothing to complain about.’ Maya  

 

- ‘We are talking about securing his own medication, his own income that will ensure a 

good quality of life especially at old age’ Ibtihaj 

 

All family caregivers expressed that life experiences and accomplishments build endurance, 

dignity, and resilience. Achievements such as gaining higher education, success in a career, 

perfecting a talent, living by principles in life, having a good reputation at work all enhance 

pride and dignity. Family caregivers understand that achievements are vital to maintain a 

respectful socioeconomic status, sustaining the livelihood and the dignity of the family by 

improving their quality of life or meeting their needs. This notion was elaborated by a male 

caregiver who stated that dignity entails having ‘broad shoulders’, associated with being a 
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reliable person, capable of bearing responsibility, enjoying economic independence, loyal to 

friends and family and respected in the community. 

- ‘Dignity is about … what you have learned from your parents, school, and college, you 

know… strength in character and self-esteem. Perhaps having broad shoulders…. I 

support myself. I rely on myself’. Simon 

 

A dignified status in society is accredited by living a good quality life, occupying a well-regarded 

formal position, accumulated wealth, seniority in a rank, and living a content life. Family 

caregivers explain that economic prosperity and entitlement allows power and capacity, even in 

religious communities such as churches, imposing respect, and bolstering dignity.  

 

- ‘…. I’m in the board of directors …., whenever we have a ceremony or a gathering 

…hm…. they always say sit here or there, ushering me… there’s my name written on the 

chair… may be this dignifies me, …  being there as part of a community is important’ 

Jean 

 

- ‘Someone who is well off is respected more. But that is the fake respect, because he has 

got money we should respect him, that is what happens…. and we can see that in our 

society’ Husam 

 

- Though most participants state that money brings social power along with dignity when 

palliative care patients lose physical power and affluence due to the prolonged and 

intense illness, their value and “genuine dignity” is preserved through the individual’s 

character, and previous life deeds regardless of health or power status. So, when 

physical or financial wellbeing is lost dignity is still maintained through legacy and 

virtues. 

 

Asking for monetary assistance diminishes dignity and may even lead to social isolation. Thus, 

requesting services or help from others is not desirable as it implies weakness and inadequacy. 
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Poverty, and thus being unable to attain a good quality of life, quality food, respectful health 

services and essential medicine are indicators of deficiencies that do not resonate with dignity 

as needs cannot be met. 

- ‘Don’t ask for monetary assistance from anyone. If you ask for assistance people will run 

away from you and gossip …they will isolate you, and not relate to you’. Muna 

 

According to the participants, even asking for physical assistance, for instance, using a cane or 

calling someone to assist in ambulating or toileting, is humiliating to the patient. For this 

reason, family members offer help proactively to the patient to reduce the feeling of 

incompetence or ask for approval before offering support.  

Some participants explained how they occasionally find themselves in a dilemma while 

providing support at home to the sick family member in their daily activities.  A daughter 

explained that she asks her mother for permission to complete home cleaning tasks, as her 

mother, who suffers from chronic fibromyalgia and depression, could feel her dignity and mood 

is compromised if she is unable to perform her responsibilities routinely without needing help.  

Lacking the physical power to take care of self and the daily errands made patients feel useless 

and undignified. Thus, family caregivers ensured that patients were willing to accept their offer 

of assistance before initiating various activities, such as changing clothes or giving a body bath. 

-  ‘I tell her that, I just want to help and see if she wants, she accepts my help. I ask her 

first “can I do this?” “Let me help you with this.” “Do you want somebody to be with 

you?” Thuraya  

- ‘When she can’t reach the toilet in time, this affects her badly’…Husam 
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Families recognised the patient’s embarrassment and loss of dignity if they suffered from 

incontinence, and how the loss of control affected the way patients viewed themselves. Family 

caregivers are also eager to maintain the cognitive awareness and mental capacity of the 

patients by directly orienting them to time and place. States of confusion and memory loss do 

not encourage dignity.   

- ‘so, sometimes they look down upon these patients, or they joke around with them, I 

know this can happen, making jokes of people who are not fully aware’ Husam 

- ‘I was mostly upset because of her memory loss, in the beginning she thought we 

were in a different hospital and in a different country, then she started remembering 

with time. She mostly remembers the old memories, events. The new experiences or 

events are frequently forgotten. I try to keep her dignity high at all times …’ Husam 

 

Though loss of dignity is not directly related to sickness, the participants envisioned dignity 

could be maintained in pleasant circumstances, with no burden of physical symptoms, where 

the ill individual is financially comfortable, with acceptable physical functionality and cognition. 

Socioeconomic sustenance is by default a core factor in keeping the dignity of the patient and 

the family in meeting their needs.  

In times of drastic economic crisis and shortage of essential goods, as in the current status quo 

in Lebanon, the dignity of individuals with palliative needs is at threat.  Patients and families are 

vulnerable and in distress, which does not resonate with dignity and having ‘broad 

shoulders’.  During the pandemic one of the family caregivers explained how his father lost his 

dignity due to a shortage of oxygen. 
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- ‘One time he was begging for oxygen… so I think he felt bad, hmmm because of the 

illness of course and the scarcity of resources.  So yes, the illness, the pain, the shortness 

of breath, hm shake his dignity’ Jean 

 

7.2.3 Theme 3: Maintaining the role in society ‘My father is still the caretaker of the 

family’   

Family care givers illustrated how patient dignity is shaped and maintained within the 

individual’s community network, social role, and hierarchy among family. Dignity does not exist 

alone in an absolute state but is deeply seated within the collective societal values and 

connectedness that construct the contextual meaning of dignity. Family caregivers believe that 

dignity is understood and practiced in reciprocity, for example, in daily communications and 

encounters irrespective of differences in age, religion, or gender. Family caregivers explain that 

dignity and a meaningful life is enjoyed when one is among a close circle of friends or family. 

Identity and dignity have meaning when an individual is amongst acquaintances sharing 

personal stories, experiences, laughing together, or disclosing interests, secrets, or dreams. It is 

in this communicative network and social capital that an individual establishes dignity. For this 

reason, patients are kept at home and within their family roles until their health deteriorates 

drastically and hospitalisation is urgent. In this regard, placing the ill person or the elderly in a 

nursing home is not favoured as this may be interpreted as insufficient care or a selfish act from 

the family members. 

A male caregiver explained that he boosts his mother’s dignity through frequent visits, friendly 

chats, jokes, affirming her role as a mother by stating that her cooking is the best. The need for 

confirmation of the social role of the patient in the family hierarchy as a father, a mother, 



143 

 

housewife, or a partner and acknowledgment of its value was often practiced preserving 

patient dignity by the family caregivers throughout the data.  

- ‘She needs to be pampered, she needs to laugh, she needs rest, she always needs 

phone calls if I am not around. If I am around, I pass by for a cup of coffee, or take her 

for a ride in my car you know, these things will make her always happy’ Simon 

 

- ‘For me, his dignity is above all dignity, so that he stays as he was before, productive, 

father of his children, and a giving human being, so his role is not finished in his life’ 

Zeina 

 

According to the participants, during the illness, the patient often undergoes changes in 

character, sometimes becoming more childish, demanding, and impatient, affecting the nature 

of the relationship between the patient and caregiver. A daughter regretfully said that she 

doesn’t have a mother-daughter relationship anymore, but instead, she is acting as the mother. 

Family caregivers overcome this situation with humor, gentle communication, and 

acknowledgment of the individual’s social role maintaining the essence of the relationship, the 

role and dignity of the patient.  

- ‘He is still the caretaker and the head of the family; he says to us “do this … do that” 

he wants to be in control of us that makes him feel better. and this is true for my 

father and my mother’ Ibtihaj  

 

Caregivers regarded their ill patient as vulnerable and defenseless. They felt that to tell their 

relative the truth of being close to death would be devastating to their wellbeing. Thus, some 

caregivers avoided disclosing the diagnosis or prognosis to the ill person, and instead used 

euphemistic terms to explain the condition such as an infection or growth of a ‘lump’ to replace 



144 

 

the term cancer. According to some caregivers, death is unwelcomed, and talking openly about 

it might bring evil upon the family. Some of the family members, who were aware of the 

diagnosis, suffered alone in silence as they took in the bad news themselves without having the 

chance to share their sorrow or grievances with others. Sometimes they shared the truth with 

limited family members to avoid the spread of the news in the community and subsequently 

protected the dignity of the patient through concealment.  

- ‘I won’t tell her (patient) about the metastasis… I will tell her that there is some 

residual ‘lump’ showing from the old thyroid … I will tell her but not everything at 

once…. Early morning, I was down at the pier crying…I don’t want the news to be 

spread. I don’t want the news to be spread’. Sabah 

 

However, caregivers of patients with non-cancer conditions, and those patients who were more 

fulfilled from their life experiences, or felt secure in their accomplishments experienced a sense 

of preparedness towards their death, enjoying inner satisfaction and peace. 

- ‘I provided good upbringing and education to my children, saw them get married, we 

had our journeys, and If there is going to be death (God forbid) I am ready for this 

decision. Of course, this is the decision of God, not that we do it, so I have accepted all 

these topics with full positivity, and don’t feel it awkward’ Zeina 

 

Since dignity is cherished in social circles, it needs to be protected and preserved from 

community gossip. Since cancer is still a stigmatised condition in Lebanon, it is associated with 

negative discourse and misperceptions of incurability (Bou Khalil, 2013).  In this regard, 

discussions about an individual’s deteriorating health are regarded as shameful, and damaging 

to a patient’s dignity. Some aspects of the data reveal that in a closely knit community, where 
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people are engaged in each other’s affairs, dignity is preserved through maintaining 

secrecy.  Thus, though collective connectedness enhance dignity and provide a sense of security 

to the patient, private or personal boundaries are guarded carefully, to prevent any violation 

that may occur through inappropriate inquisitiveness by other social groups.    

7.2.4 Theme 4: The role of the health service in maintaining dignity ‘The approach of 

nurses was more than giving meds’  

This theme illustrates features of health care institutions and care provision methods that 

enhance or diminish patient dignity, from the perspective of the family caregivers. Physicians 

and nurses were the only members from the health care team mentioned by the participants.  

Sometimes ‘mediators or personal contacts’- ‘wasayet’ were revealed to be essential human 

links or acquaintances to ensure patient access to quality health institutions or services. For 

instance, those who were not connected to a political party or an influential leader, suffered 

from delayed hospital admissions or had no admissions at all. Political acquaintances hugely 

facilitate or hinder hospital admission process.   

Family caregivers sought out physicians or nurses who were engaged and interested in 

genuinely addressing patient needs and assisting them. A physician or a nurse who is 

approachable, accepting the patient regardless of ethnicity or social rank was regarded to be 

noble because this attitude fostered patient dignity. Caregivers were upset when hospital 

nurses were absent for long hours or did not answer call bells promptly, necessitating family 

members to take over some of the nursing care, such as assisting the patient in the toileting or 

feeding. Such delays in care damaged patient dignity. Eating well and having a good appetite 

was regarded to be a sign of good health. Thus, caregivers were concerned when nurses did not 

pay attention to patient appetite or daily feeding.  
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- ‘the approach of the nurses to my mother was humane, compassionate, more than 

just giving the medicine- ‘take the drug’. In the other hospital, it was only medical and 

technical care.’ Remi 

 

Participants expected health care providers to show understanding and empathy towards the 

patient’s weaknesses, and to have attempted various alternative measures to improve 

conditions before resorting to artificial or invasive measures. Imposing an intervention on the 

patient such as applying hand restraints to an acutely confused patient, or insertion of nasal 

feeding tubes without attempting alternative methods of feeding, or negotiation with the 

family, was regarded as violating patient freedom and subsequently dignity.   

- ‘The doctor told me we want to insert a tube from her nose for her feeding, because 

she is not eating (upset), but a friend, …….. told me that I can get a syringe instead 

and put the smashed food inside it, and then I can feed her like that. I did that and it 

worked. I am grateful for her’ Maya 

 

- ‘It was unnecessary (the restraints). We could have resolved it if they had called us, 

and that made it worse for her’. Thuraya 

 

 

Family caregivers valued health care providers who communicated kindly with the patient and 

family, explaining the plan of care or future expectations in simple words, showing support. In 

contrast, communication that was limited to merely medical details or prescriptions, without 

addressing the psychological and social needs of the patient, was regarded to be too technical 

and unsatisfactory. Blaming the family members for a medical complication or a delay, 

responding impolitely to queries coming from the family, poor or delayed provision of care due 
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to limited or no coordination among health care team members were viewed as robotic, 

disappointing, and undignified to family caregivers as well as patients. 

- ‘The good thing is the cardiologist was supportive…He assured him …that the stents 

would last and that if he is compliant with the medication and he controls his blood 

pressure he would be fine so his explanations were very supportive of my father, and 

he would continue his normal life activities. The whole health care team all of them 

were very supportive, professional with plenty of explanations for him’ Ibtihaj 

 

- ‘At 4 o’clock in the afternoon I (daughter of a sick patient) somehow managed to get 

the phone number of the physician and I called him. He got mad. And he started 

saying “why are you calling me, the day hasn’t ended yet!”. I was calling him because 

he hadn’t visited my mom and we wanted to know the plan of care (upset) ’ Thuraya 

 

Some family caregivers demanded that health care providers, particularly those who would visit 

the patient for teaching-learning purposes with their medical students, ask for patient consent. 

They requested a clear and detailed explanation without medical jargon. Medical terminologies 

increased the power gap with the patient reducing patient dignity.  

- When doctors don’t say everything about the case or use language we don’t 

understand, as if he has more power, this is bad’. Sima 

 

Family members were constantly present near the sick individual when hospitalised as this was 

a cultural norm and indicated caring for and dignifying the patient. Family members expected 

the physician to review the medical plan of their relatives often and share the plan of 

management with them because they were closely involved in the care.  A female caregiver 

stated, with laughter and irony, that the hospital guards thought she was one of the working 

staff due to her frequent presence.  
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-  ‘My mother had cancer for six years and she stayed in the hospital very long. Then, 

two months after her death, when I came again to the hospital the guard asked me if 

I had left my job in the hospital, thinking I am a staff’. Rana 

 

- ‘A lot of times you would need the doctor but cannot find him, they would tell you he 

assigned another person, a resident, even at high class hospitals, the physician might 

have left for a weekend, they would tell you “we are in contact with the physician and 

telling him everything”, but the patient will always want to hear from the doctor 

himself/herself. Because no matter what, I employed you to come tell me, not for you 

to assign others to come and tell me what’s happening’. Sima 

 

Family caregivers preferred nurses or physicians who used gentle humour in their encounters, 

conversed with the patient using encouraging and amiable language, and who empowered the 

family members, as they were perceived to uplift patient dignity.  

- ‘So, my father needed to walk. One time, two nurses came in and started joking with 

my father. They said let's go have some fun, let’s have a walk around, and they took 

him by his hand, for a stroll and then brought him back… hmmm… and he was doing it 

with a smiling face. Yep.. I think they really cared about him, and they were very 

cautious that he doesn’t get angry or upset and feel safe with them.’ Jean 

 

On the other hand, prescriptive language that holds no space for negotiation, and prescriptions 

of multiple medications were not welcomed, especially from male patients who tend to refuse 

to abide by instructions.  According to the caregivers, female patients were more willing to 

follow medical instructions, accepted physician guidance and showed more compliance. 

Labelling the patient as non-compliers to prescriptions reduced patient dignity.  

- ‘Look sometimes my father has very poor compliance in his diabetic journey, when his 

physician gave him various instructions and comments about his lifestyle, inferring 
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that he (my father) is not compliant and that he should do something about it eh… he 

got annoyed of it, he didn’t accept, and it felt offensive to him.’ Ibtihaj  

 

The rushed encounters between patient or family and health care provider, or when health 

care providers ordered daily diagnostic tests and charged additional fees, were regarded as 

commercial, improper, and damaging to patient dignity.  Though many family caregivers had 

smooth admissions to health services and were grateful for the care they had received in health 

institutions, this was not the case for all participants. Some family caregivers revealed that 

some physicians do not offer regular follow ups for hospitalised patients who are not affluent 

or who hold an important rank. Thus, health care provision was not uniform with all patients 

but varied according to their socioeconomic status or political affiliation. For instance, larger 

rooms, abundance of basic supplies (such as water bottles), and frequent physician follow-ups 

were the norm for the wealthy patients, which maintained their dignity, but this was not always 

the case for underprivileged patients.  

- ‘Doctors should give equal time to everybody, not that because X person works in a 

famous company, they give him more time and talk to him leisurely, on the other 

hand they pass by quickly on a patient who is poor or from low class’. Sima 

 

Some participants explained that not having enough money to pay for the hospital expenses 

was one of the most humiliating experiences.  

- ‘Last time, my daughter told me I paid the bill of the hospital, but they called me 

again asking for another payment. I told them my daughter had ‘closed’, paid the bill 

and paid all our dues, they told me no, you need to pay for the exit charge and the 

cost of the documents we used. I didn’t have the amount, I had only …., this is my 
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day’s money (for daily living), I told them if you accept take it or else keep the patient 

with you. This is the worst thing that has ever happened (angry)’ Muna 

 

The financial strain has been much worse for Lebanese patients and their families in the past 

few years due to the Covid-19 pandemic, immense economic depression, shortage of 

resources, and the financial crisis. Patients’ purchasing power for healthcare has been 

jeopardised by high inflation and the devaluation of the Lebanese currency. This situation has 

resulted in higher health care costs, which is painful for patients (Isma’eel et al., 2020).   

- My sister is well off, but we had several million liras extra pay as ‘uncovered items’ by 

our health insurance in the bill. In the emergency room, they took the same scan three 

times; they even billed the water bottles. It’s overpriced.’ Salwa 

 

7.4 Summary 
The family caregivers felt that patient dignity is preserved through kindness, being attentive to 

the patient’s needs, and ensuring cleanliness, hygiene, food, a comfortable home and 

medicines. The patient’s dignity is also preserved by a commitment to keep them in the family 

social hierarchy and in contact with their circle of friends. There is a reliance on this social 

connectedness as a source of nurturing patient wellness, which enhances dignity. Adequate 

finances are vital to sustain the patient’s quality of life and to ensure at least the minimum of 

basic health care in an expensive health care system. However, when material wealth or 

physical fitness is lost, family caregivers also regard good character and values as genuine 

constituents of dignity. Patients want to keep their physical function and independence, thus, 

family caregivers aim to provide as much space and opportunity for independence as the 

patient’s condition allows. 
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Family caregivers commend health care providers who are approachable, caring, attentive and 

vigilant in their care because this improves patient dignity. Giving clear information that is 

simple and understandable is praised. Family caregivers are highly involved in the provision and 

management of patient care. They call for equitable health services, where patients of all 

socioeconomic rank and class have access to the minimum of quality health care and services, 

and in this way dignity is maintained. 

In the next chapter the findings from patients and family caregivers will be compared, and then 

discussed in relation to the wider literature and model of dignity.    
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Chapter 8- Discussion 
 

8.1 Introduction 
The key themes provide a unique insight into the concept of dignity in patients and family 

caregivers with palliative care needs in Lebanon. Research in palliative care is scant in Lebanon, 

and in particular on dignity during illness. Hence this study is pertinent in understanding this 

concept from patients’ and family caregivers’ perspectives. Upholding dignity is one of the 

expected patient outcomes during illness in palliative care (Chochinov et al., 2002b), and a core 

ethical value in medical and nursing practice in delivering quality health services ( Code of 

Medical Ethics. 2012; International Council of Nurses, 2021; Nursing Midwifery Council, 2015; 

World Medical Association, 2018). The research findings demonstrate an understanding of 

dignity and its multiple facets from the viewpoint of participants from an Eastern 

Mediterranean country and how it is preserved (or not) during illness.  It reveals that dignity is 

intertwined with preserving a personal relationship with God, upheld through being loyal to 

religious values and virtues in life. Patient dignity is maintained through the support and active 

presence of the family during the illness experience who embrace the patient with care which is 

underpinned by familial duty to sustain the patient physically, emotionally, and economically.  

Physical and mental functionality are important elements that enhance patient dignity and 

connectedness within the society. The availability and affordability of quality health services 

that cater to all patients equitably without discrimination is vital to maintaining dignity. In this 

regard, medical and nursing interventions that are attentive to patient needs and preferences, 

are kind, respectful, compassionate, equally provided to all patients, and are informative of the 

patient condition, are aspects of dignified care.  
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These findings reveal the importance of the availability of resources and quality personnel,  the 

importance of having economic sustainability, the geographical and societal nuances, 

uncovering culturally sensitive actions that could improve and conserve patients’ experience of 

dignity.  

Values vary across nations and following Inglehart et al. (2014) in their definitions of world 

values Lebanon is defined as a ‘traditional country’ placing emphasis on survival through 

physical fitness and economic security (Intglehart et at, 2020). Traditional countries emphasise 

the centrality of God and a superior control of life events, family values, close parent-child 

relationship, and obedience to authority.  Secular countries favour contrasting values such as 

individual agency, independence, gender equality, with less emphasis on religion. There is more 

acceptance of divorce, homosexuality, and euthanasia (Intglehart et at, 2020).  The cultural 

map by Inglehart and Welzel (2005) demonstrates that as societies go up the y-axis, they move 

away from traditional beliefs to become a more secular society (Refer to Figure 7.1). As 

countries move to the right on the x-axis, survival needs are replaced with that of self-

expression, where there is more focus on subjective wellbeing, quality of life, environmental 

activism, and the right for participation in decision making in political life.  Lebanon’s position 

on values leans towards those of traditional and survival, reflecting the dominance of religion as 

a major ground for support, reinforced with close family ties. The sense of dignity is deeply 

dependent on maintaining physical function and economic sustenance. 

 



154 

 

 

Figure 8. 1 Position of the Lebanon adapted from the Inglehart-Welzel World Cultural Map - 
World Values Survey (2020) 

8.2 Summary of the findings 
The findings underscore that a patient’s sense of dignity in the Lebanese context is 

multifaceted, influenced at both the individual level, but also through familial, communal, 

societal, broader environmental and socio-political factors (Jacobson, 2009; Kadivar et al., 2018; 

Pleschberger, 2007). On the one hand, dignity is maintained through the physical, mental, and 

social wellbeing of the individual, where the patient enjoys basic needs for a decent life such as 

a home, family, food, and medicine, all reinforced with an agreeable connection with the 

Creator and within their community.  On the other hand, patient dignity, though personal, can 

only thrive in a macro environment that can cater to the essential survival needs of the patient 
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and secure a quality of life in illness. Having access to the health care system, with effective 

medical and nursing services that cater to all patients equitably to relieve illness-related 

suffering, regardless of social or economic status, is a vital requirement for dignity. Patients feel 

valued when they receive respectful, kind, and vigilant health services concordant to their 

personal values and preferences (Bagherian et al., 2019; Ho et al., 2013)   

The analysis from the patients’ interviews reveal that dignity is interpreted as a core human 

need preserved through a) maintaining spiritual faith and trust in God’s omnipotence, b) 

obtaining support from family or friends, c) sustaining physical, social, and mental wellbeing 

and d) receiving compassionate care services.  The data from family caregivers produced four 

corresponding themes that promote patient dignity. The themes were a) duty to provide kind 

and loving care to the patient b) securing a good life for the patient through obtaining essential 

needs c) preserving the patient’s social role in the family hierarchy d) receiving compassionate, 

affordable, and equitable health care services where the family is involved in the medical 

decision making.  

First, a comparison of the findings from the patients’ and the family caregivers’ perspectives is 

explored. The themes are also compared with the existing literature from the integrative review 

(see Chapter 2) on patient dignity in the Middle Eastern setting (Dakessian Sailian et al., 2021). 

In the second part of the discussion, the findings are assessed for congruence against the 

Chochinov Model of Dignity (Chochinov et al., 2002a).   

8.3 Comparing the patients’ & family caregivers’ perspectives on dignity 
The findings from the two groups showed commonalities even though participants were not 

related, except for one couple who were married.   Though the Chochinov Model of Dignity ( 
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Chochinov, 2002) was identified in the literature as an established concept in patient dignity 

with palliative care needs, the analysis of the interviews in this study was inductive and the 

themes were developed from the raw contextual data (Thomas, 2006).   

8.3.1 The Similar themes  
 

8.3.1.1 Faith  

For patients and family caregivers the concept of dignity is elusive and fluid. This makes it 

difficult to articulate or define, as noted by other authors (Enes, 2003b; Franco et al., 2019 ; 

Griffin-Heslin, 2005). Nonetheless, dignity is found to be of great importance to both patients 

and family caregivers (Manookian et al., 2014) who understand it as an inherent feature related 

to personal character, individuality, and virtue (Manookian et al., 2013). Patients perceived 

illness as a natural event that could arise in any individual's life, as it is sent from God and not 

something that can inherently change their sense of dignity. However, poor care was described 

by both caregivers and patients to adversely affect dignity.  For both groups then, dignity was 

perceived as an inherent feature that should be protected regardless of the health status.   

Patients and family caregivers found divine faith, prayers, and religious communities supported 

dignity and wellbeing, providing hope in challenging times of illness or during the heavy 

responsibility of caregiving. Family caregivers took on the responsibility of providing total care, 

maintaining a kind and loving discourse, despite the burdensome caregiving journey to invoke 

peace of mind and acquire religious comfort. Similar to other cultures, such as Eastern or Asian, 

Lebanese caregivers took charge of the care of the sick or old family member, as this was 

perceived as a pious and familial duty (Chan et al., 2012; Lai & Surood, 2009; Pan et al., 2022) 

arising from religious teachings that gave meaning and purpose to their life and relationships. 
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Spirituality and keeping personal faith were the main coping mechanisms that generated 

dignity for both patients and family caregivers, together with a feeling of being settled, having 

hope and a degree of certainty in troubled times. This finding is common in different 

communities worldwide (Egan et al., 2016). For instance, South American and Latino family 

caregivers employ spirituality and prayers to relieve the emotional burden of the caregiving (da 

Silva et al., 2018; Vigna et al., 2020). Reliance on the healing power of the Divine to transcend 

the immediate physical suffering for patients with terminal illness and inspire hope for a better 

life, is a ritual in multiple ethnic groups in the U.S., Korea, Middle East, Europe, New Zealand, 

and Puerto Rican (Dakessian Sailian et al., 2021; Egan et al., 2016; El Nawawi et al., 2012; 

Gijsberts et al., 2019; López-Sierra & Rodríguez-Sánchez, 2015; Yoon et al., 2018).  

The participants, similar to South American patients in palliative care, associated dignity with 

morality and integrity expressed through living an honorable life (Franco et al., 2019 ).  Acts of 

charity such as helping the needy or the weak were a means to secure dignity, reputation, and 

status in society. Associating dignity with morality and leading an honorable life resonates with 

both Western and Eastern philosophies (Schroeder & Bani-Sadr, 2017). It echoes with the 

Kantian assumption that dignity is an integral human attribute engendered by God, revealed 

through human decency and goodness (Balabanov, 2019; Hernandez, 2015; Kant, 1981). In the 

Middle Eastern setting, dignity is also associated with integrity and nobility, albeit reflecting the 

existing sociocultural and religious context, which advocates equality and a justice-based 

approach among human beings (Kadivar et al., 2018; Schroeder & Bani-Sadr, 2017).  
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8.3.1.2 Physical, mental, and social wellbeing  

Both participant groups agreed that physical function affects dignity and morale, as control 

over daily routines and normalcy are lost if illness diminishes physical ability. Being able to carry 

out daily activities independently is associated with a positive sense of dignity in palliative care 

patients in North America, Northern and Southern Europe, the Middle East, as well as Asia 

(Chochinov, 2002; Dakessian Sailian et al., 2021; Enes, 2003a; A. Ho et al., 2013; Ostlund et al., 

2012; A. Rodríguez-Prat et al., 2016). For this reason, family caregivers were cautious about 

respecting the physical independence and personal space of the patient whenever the patient 

was well enough to do everyday tasks.  

Lebanese culture places a high value on the outer appearance and physical fitness of a person 

and an individual is often judged by merely assessing the look of their hair, face, body shape, or 

clothes (Chahine, 2003). Thus, any change that indicates a fading of former physical appearance 

or vitality, especially in female patients, such as losing their hair, or a breast, or wearing a wig, is 

a threat to dignified social interactions. This need for an impeccable look can be explained 

through the gendered role of women where outer beauty is a praised attribute (Hamieh & Usta, 

2011). Physical fitness is a predominant factor in women asserting their role and agency during 

illness (Avis, 2017; Usta et al., 2015).  

The findings reveal that cancer, and its traditional treatment modalities, such as chemotherapy 

or radiation, are associated with personal stigma in both men and women. The stigma of cancer 

or the debilitating effects of treatment on the body spark distress as displaying physical changes 

diminishes dignity and quality of life (Almigbal et al., 2019; Ernst et al., 2017; Gogou et al., 

2015). Cancer carries a sense of shame, fear of fatality, and cultural myths that push patients 
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and family caregivers to remain silent about the medical condition, concealing it from their 

social group and bearing the emotional burden alone (Daher, 2012). Stigmatisation of cancer 

has been associated with social isolation, self-blame, and depression in various cultures in 

African and Asian countries (Ernst et al., 2017; Kang et al., 2020; Oystacher et al., 2018b; Phelan 

et al., 2013). Comparable to Asian, South African, and other Middle Eastern families, family 

caregivers resorted to withholding the diagnosis from the patient with the intent of preserving 

positive morals, self-esteem, that is a core aspect of dignity (Dakessian Sailian et al., 2021; A. 

Ghoshal et al., 2019; Oystacher et al., 2018a). Negative stereotyping of cancer also exists in 

some European population subgroups presenting a barrier to cancer screening (Vrinten et al., 

2019), or receiving psychological support (Schuit et al., 2021).  The burden of stigma is so high 

that studies show Lebanese patients avoid the use of the term cancer as this may risk their 

relationship with family and friends, their wellbeing, and consequently their sene of dignity 

(Knapp et al., 2014; Stolberg, 2014).  

Family caregivers and patients stated that loss of memory or low mental acuity diminished 

dignity too as it led individuals to becoming socially isolated and invisibile, limiting their ability 

to communicate or voice their concerns. Poor mental awareness or dementia have been 

reported in European studies to weaken personal autonomy and agency, creating challenges in 

provision of daily care and particularly in older adults in maintaining their dignity (Rejnö et al., 

2019; van Gennip et al., 2016).  

Findings clearly revealed that to maintain communal support, respect, and consequently 

dignity, patients yearned to preserve their outer physical and mental fitness, whereas family 

members longed to maintain a good social reputation by taking on the responsibility of 
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caregiving. The need to escape community ‘gossip’ was a common observation in both groups 

of participants, similar to Moroccan and Turkish patients with palliative needs (de Graaff et al., 

2010).  

8.3.1.3 Family presence and support 

Not only is dignity nurtured through keeping a personal connection with the divine, or by 

feeling physically fit, but it is also secured through social connections, having children and 

family support (Ho et al., 2013; Xiao et al., 2021). It is noteworthy that most family caregivers 

were female, younger than the patient and lived in the same household. These attributes are 

typical to low-income countries indicating gendered roles of caring for the sick (Abdel-Malek et 

al., 2019). Family members, similar to African societies, assumed and led the caring 

responsibilities through active involvement in direct or indirect daily tasks such as bathing and 

dressing the patient, or ensuring there is a plan of care (Salifu et al., 2020). Family caregiving is 

a common social norm in Asia, Africa, and the Middle East families where the supportive role of 

the family members in meeting the needs of patients with palliative needs is profound (Adejoh 

et al., 2020; S. Dakessian Sailian et al., 2021; Tan-Ho et al., 2020). Patients perceived family and 

children as the means through which their own dignity, personal legacy, and secure social 

connections are guaranteed. Family and children enhanced a patient’s dignity as they provided 

the safe space for healing and being valued despite their vulnerability (Ho et al., 2013).  

 Family members crafted the essential survival net catering for the physical, nutritional, 

hygienic, and emotional needs of patients keeping them well cared for, socially connected, and 

dignified. Children, spouses, and friends offered psychological and financial support validating 

the social role of the individual in the family hierarchy, maintaining a frequent presence, and 
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keeping up visits that prevented a sense of alienation or abandonment. Patients were kept at 

home within their comfort zone, unless hospitalisation was necessary, and this maintained the 

traditional family order. Thus, home may be the preferred place of care for Lebanese patients in 

need of palliation though this needs future exploration and research (Soueidan et al., 2018). 

During hospitalisations family members were always with the patient, engaged in coordinating 

medical consultations with the health care providers, dividing tasks among family members, 

securing essential medications, ensuring the patient received personal care and social support. 

This family involvement is comparable to the emotional, medical and financial support family 

caregivers provide to cancer patients in Nigeria, Zimbabwe and Uganda (Adejoh et al., 2020).  

Though patients’ character and behavioural patterns were altered due to the serious illness, the 

essence of the relationship between patient and the primary caregiver was preserved with 

kindness and respect. This nurturing relationship made the social interaction meaningful to 

both sides as patients found comfort and took pride in their children or partners, whereas 

family caregivers found spiritual harmony and purpose through fulfilling filial duties. Similar to 

other Middle Eastern communities, the dignity of the patient was somewhat intertwined, 

reciprocal and interdependent with that of the family caregiver, where the wellness of one 

positively reinforced that of the other (de Graaff et al., 2010; de Voogd et al., 2021).  

8.3.1.4 Compassionate and health care equity  

With the dominance of the private sector and absence of universal health coverage in Lebanon 

(see Chapter 2), access to good health care is a privilege incurring a huge financial burden on 

the impoverished subgroups (Ammar, 2014). Accessibility to health services is not only affected 

by socioeconomic class but also by geographical area, politics, sectarianism, and religious party 
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affiliations that marginalize those who do not claim to be active members of a political or 

religious groups (Isma’eel et al., 2020).  Lebanon’s health care system has been further 

stretched with the influx of Syrian refugees that increased the demand of health services, 

depleting resources and destabilizing the infrastructure (Dumit & Honein-AbouHaidar, 2019). 

Similar to a health care systems such as the U.S., socioeconomic wellbeing is regarded a crucial 

feature to access a dignified health care experience in Lebanon (Ohlson, 2020).  

Both patients and families trusted mainstream Western medicine that uses technological 

interventions to restore health and wellbeing. They were keen on seeking symptom relief even 

if that entailed visiting many clinicians with expensive fees. Patients and family caregivers 

wanted to be taken care of by physicians and nurses who are attentive, empathetic, kind, ready 

to dedicate enough time to listen, establish rapport and respond to patient needs (Johnston & 

Smith, 2006). Health care providers’ caring presence and supportive input, which is mindful and 

empathetic to the physical and psychosocial needs of the patient, improved patient experiences 

of dignity. In contrast, there was a lack of dignity for patients receiving care from health 

providers in a rush (Bagherian et al., 2019; Dakessian Sailian et al., 2021; Greer & Joseph, 2015; 

Hackett, 2017; Östlund et al., 2019).  

Both patients and families wished to receive information. They anticipated clear and timely 

responses from health providers explaining the details of the plan of care. Family caregivers 

required a friendly approach, gentle communication with some kindly humour to uplift patient 

morale and dignity (Dean & Gregory, 2004). Similar to Western societies, incomplete disclosure 

of information, or healthcare providers not committing sufficient time or curiosity to listen to a 

patient’s story, or rushing to finish the clinical visit claiming that other patients are waiting, or 
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an absence of the physician in times of hospitalisation, were regarded to be disrespectful, 

unethical and compromising of patient dignity (Harstäde et al., 2018). A compassionate 

presence of health providers that employ effective communication with simple language seems 

to be a universal patient need in different parts of the world (Fernández-Sola et al., 2012; 

Palfrey et al., 2016).  

Though most patients and family caregivers reported positive experiences of dignity while 

receiving care in health institutions, many had negative observations towards physicians or 

nurses due to incidences of mistrust, non-transparency, or miscommunication between the 

parties. For instance, a family caregiver expressed how distressed she was when nurses applied 

physical restraints on her mother, who was agitated, without informing her or obtaining her 

consent. Others were concerned that physicians often share incomplete information with the 

patient about medical care or the plan of management leaving them in a helpless or 

undermined position. Some were unhappy with the delayed nursing services on the wards that 

kept patients waiting for care, or when nurses depended on family members to deliver patient 

personal care. 

Having access to health services or medications was regarded as a privilege, and a challenge for 

patients who were experiencing financial worries and personal hardships to access care. For 

instance, patients felt humiliated with the long waiting hours at the Lebanese ministry of public 

health to receive medications and often the unavailability of the medicines. Some patients and 

family caregivers who did not have personal medical insurance reported that the quality-of-care 

provided by nurses and physicians was not universal and differed depending on the 

socioeconomic rank of the patient. Longer visits and better attention were provided for 
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wealthier patients while the impoverished were marginalised. Favouring patients of high social 

or economic status raises ethical concerns about equity in medical care, especially in times of 

crisis, when there is an even greater need to protect patient dignity (Cheung & Parent, 2021; 

Choo, 2019).  

8.3.2 Themes that diverged in patients and family caregivers’ perceptions 
 

8.3.2.1- Disclosure and its relationship to personal autonomy 

A point of difference between family caregivers and patients’ accounts was where families 

withheld the diagnosis from patients as opposed to the patient’s wish to know their diagnosis 

and prognosis. All the younger patients with a cancer diagnosis that were interviewed were 

informed about their condition, treatment plan, and prognosis. One family caregiver described 

their intent to conceal the bad news from his mother on the assumption that the knowledge of 

being diagnosed with cancer would demoralize her and compromise her dignity. Like other 

patients with cancer, Lebanese patients often wish to be informed of the truth of their 

diagnosis, especially when the disease was at an advanced stage (Doumit & Abu-Saad, 2008; 

Temraz et al., 2019). However, Lebanese family caregivers intended to avoid telling their 

relative, in order to protect them from the harsh psychological pain of knowing about their 

expected death. Non-disclosure of diagnosis is a common practice in Eastern, Asian, and south 

American cultures (Bou Khalil, 2013; Arunangshu Ghoshal et al., 2019; Torres & Rao, 2007; 

Wang et al., 2018; Yoshida et al., 2012).  Such a desire to keep the diagnosis or prognosis a 

secret, may be the result of the stigma associated with cancer and the family caregivers’ 

unpreparedness to accept the grave condition (Lewis et al., 2020). This also indicates death 

anxiety in family caregivers when faced with dying member (Lau et al., 2018).  
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The high degree of family involvement and control over prognostic disclosure complicates the 

general communication and disclosure practices around patients. This places family members 

and physicians in the position of, at times, undermining the patient’s rights and preferences 

(Chaturvedi et al., 2014). Since illness and death are a collective experience, acknowledging the 

patient’s autonomy as well as considering the opinions of family and wider network, may be 

more suitable in the Lebanese context.  Respect for individual autonomy and self-

determination at the end of life may not be the core focus of upholding dignity in Lebanese 

culture, as it is in North American and North European countries (Andrea Rodríguez-Prat et al., 

2016). But it can still be part of the collective interdependence and interrelatedness of family 

members and sociocultural norms that shape clinical interactions and dynamics of the 

communication (Lewis et al., 2020). The close connectedness of the patient amid the family unit 

shifts the delivery of care from patient-centeredness to that of addressing the needs of the 

immediate family (Gómez-Vírseda et al., 2019).   

8.4 Evaluating the findings against the Chochinov Model 
In this section the findings are compared with the empirical Model of Dignity (Chochinov, 

2002). The Chochinov Model is selected for assessment because a) the model revolves around 

patient dignity in palliative care and b) it is an established, evidence-based conceptual 

framework dominant in the literature of palliative care and often employed to guide dignity 

research, design measurement tools, strategies or interventions in promoting patient dignity at 

end of life (Chochinov et al., 2005).   
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As discussed in Chapter 2, Chochinov’s Model (figure 2.1) comprises three main categories, nine 

themes and 15 sub-themes of the perception of dignity in patients with terminal cancer. Each 

category of the Dignity model is elaborated and compared with the study findings.  

 

Figure 8. 2 Chochinov’s Model of Dignity (2002) 

 

Though the model is created in a different geographical, economic, and cultural context, it 

shows overall coherence to the findings from a Lebanese setting. Most of the themes of the 

Chochinov Model were apparent in the findings with variations in emphasis or interpretation.  

The Dignity model was constructed from a Western viewpoint after interviewing hospitalised 

patients with terminal cancer who were receiving palliative care services in Canada. The ethnic 

affiliations of the participants were not mentioned in the study.   

In this section, the findings are discussed against each category and theme of the Chochinov 

model.  In the current study, two new sub-themes of dignity were identified: a) outer 
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appearance, b) equitable and affordable care.  Faith and family support were the predominant 

overarching themes that were central to protecting and supporting dignity for patients with 

palliative needs. Some of the sub-themes identified in the Chochinov model appeared with less 

emphasis or had a different interpretation such as physical distress, social support, autonomy, 

role preservation, generalisability / longevity, and privacy boundaries. On the other hand, two 

of the sub-themes, burden to others and aftermath concerns, were of lesser importance in the 

patients’ findings.  

8.4.1 Categories of the Dignity Model 
A) Illness related concerns: The analysis identified that maintaining physical independence, 

functionality and cognitive wellbeing and good memory are important elements in maintaining 

dignity. Patients who felt debilitated, needed help from others to perform daily tasks or 

routines, or experienced decreased mental capacity such as loss of memory experienced 

diminished dignity (Choo, 2019; A. Rodríguez-Prat et al., 2016). Symptom burdens such as pain 

or muscle weakness deprives patients of physical ability to continue the routines of their daily 

lives, diminishing their dignity (Franco et al., 2019 ; Guo & Jacelon, 2014). However, physical 

symptoms such as pain and breathlessness did not appear as a strong theme when patients 

were asked about their dignity. This might be due to conducting interviews with patients 

residing in the community instead of hospital setting, where their illness may be at a more 

acute or severe stage. However, prompt attention to symptoms was regarded to be crucial to 

maintaining patient dignity during hospitalisations, or in the home setting. The vagueness or 

uncertainty of the illness and loss of control evoked anxiety in all the interviewed patients.  
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Preserving the outer physical appearance was crucial for preserving self-image and dignity 

escaping stigma and open discussion about the illness. Physical appearance and maintaining the 

form of the previous body, particularly to women, is a new theme that is not mentioned in the 

model.  The fundamental need to appear well, to maintain self-identity and peer relationships 

was important to European, Asian as well as Eastern Mediterranean patients, in refocusing 

attention from their illness to that of self (Cheng & Chen, 2021; Dakessian Sailian et al., 2021; 

Tollow et al., 2020).  

B) Dignity Conserving Repertoire: Family caregivers and patients with palliative needs heavily 

emphasised faith within an organised religion as a significant coping practice that invoked inner 

strength and resilience during the illness. As patients accepted the illness to be delivered ‘from 

God’ their continuity of self and worth was preserved because personhood and dignity 

transcended the ill health status. Dignity was protected through a devoted relationship and 

belief in the omnipresent Creator that was a dominant theme across the data. Faith was not 

only a practiced ritual but also assisted patients in accepting the illness, staying resilient, 

continuing and holding on to a glimpse of hope for cure or enhancement of health. Faith and 

religiousness have been associated with resilience underpinned with finding meaning in life in 

palliative care patients from multiple cultures (Fombuena et al., 2015). It is worth mentioning 

that the fighting spirit was not prominent, particularly in older patients who seemed to accept 

their condition. Relying on religious beliefs is a common practice different countries  where the 

importance of knowing God’s might, accepting His authority, and respect to family values 

supersede values of individualised choice or self-expression  (The Inglehart-Welzel World 

Cultural Map - World Values Survey Source 2020) . 
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 Role preservation in the family hierarchy secured a sense of normality for patients.  Envisioning 

the father as the breadwinner and the mother as the source of caring of the children affirmed 

the impact of traditional family roles in the experiences of dignity at end of life. Traditional 

gender roles and family structure are prevalent in low-income and highly religious countries 

(Archer, 2014; Inglehart, 2020). Participants navigated their agency through the social order 

and cultural norms that shaped behaviours and expectations (Gott et al., 2020).  

Married patients relied on their children and spouses to uphold their dignity as they were 

regarded to be their source of pride and legacy for life. All married interviewed patients had 

children, and fertility was regarded the way for continuity of the self and their legacy after 

death. On the other hand, single patients found legacy and pride in their personal achievement 

such as career or community involvement.  Younger patients were eager to maintain self-

respect within their career successes and business opportunities, while older patients were 

more accepting and resigned to the illness. To maintain normality patients longed for social 

outings that involved friendly gatherings, and entertainment to reinforce identity and dignity 

(Franco et al., 2019 ). The sub-theme of Individualistic autonomy or choices in medical decision 

making or a plan of care was not evident to be a fundamental element of patient dignity. Due 

to the intense interdependence of patient within the family fabric, decision making did not 

emerge as a solo practice but a relational and contextual process, involving collective sharing 

and decision making amongst the family members (Gómez-Vírseda et al., 2020).   

C) Social Dignity Inventory: For Lebanese patients, dignity was generated through social 

interactions and connectedness that happened through visits from friends and family, living in 

the family circle, receiving support, with only a limited use of nursing homes. In the hospital 
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setting, the family presence was crucial to the patient to maintain worth, respect, identity, and 

dignity.  Maintaining good health and dignity was felt to be preserved by keeping the diagnosis 

of terminal or advanced illness among the immediate family members. Thus, privacy was 

interpreted not only as privacy of the body while receiving health services as illustrated in the 

dignity model, but also in the community setting where patients and family caregivers kept the 

illness to themselves. Another nuance that explains the desire to maintain secrecy of the 

diagnosis is the concept of ‘gossip’, that could violate patients’ and family caregivers’ privacy 

and dignity (de Graff et al., 2010). Social Support received by the family members and children 

preserved the worth of the patient in the family hierarchy as a parent or a spouse, nurturing 

the interpersonal relationships, fostering agency and dignity. Patients focused and relied on the 

tight relationships they had with their children, spouses, and close friends as a source of 

support during illness, that was rarely substituted with other means of support.  

The tenor of care from formal caregivers, such as physicians and nurses was regarded as an 

important element to safeguard or threaten patient dignity while receiving health services. 

Dignity was enhanced by healthcare providers taking an attentive approach, providing quality 

time and timely response that was dependable and warm. (Johnston & Smith, 2006). 

Compassionate care with healthcare providers giving clear explanations and information about 

the patient’s illness was congruent to patient preferences supported patient dignity in health 

care settings (Guo & Jacelon, 2014). Patients needed accessible services that are offered 

equitably to all citizens regardless of rank, age, gender, or political affiliations. Lack of 

coordination among health professionals that resulted in delays or ineffective care, hasty 

clinical encounters, or missing information reduced experiences of patient dignity.  On the 
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other hand, being a burden to others was not prominent in the findings. This could be due to 

the prevalent norm of caregiving being the default responsibility of close family members. 

Aftermath concerns appeared in a few of the patients but was not identified across the data. 

The majority of the family members were concerned about securing a good quality life for the 

patient by ensuring daily personal and medicinal needs were met. They associated economic 

wellbeing as a precondition to maintaining patient dignity, as financial hardships, and poverty 

limited access to needed resources. Economic welfare is an underpinning necessity that is 

absent from the Model. The sub-theme of equitable and affordable care emerged as crucial to 

preserve patient dignity while receiving health services. Inequalities and health disparities 

among citizens based on social class damaged patient dignity as it restricted access to essential 

health services (Chen & Cammett, 2012). Due to the political instability and the dysfunctional 

public health care system in Lebanon during the past year, essential drugs and tools were hard 

to get and often had to be smuggled to the affluent families (MSF, 2021). Jacobson (2009b) 

mentions that patient dignity is violated in any social order of inequality such as in the health 

care system. Inequalities in resources or material supplies creates huge disparities, deprivation 

and an asymmetrical environment, denying the poor adequate health care access that is 

needed.   

The Chochinov model of Dignity was developed in Canada  (Chochinov, 2002) within an 

integrated national health insurance plan where the government pays for almost all health 

services with negligible co-payments from consumers (Ridic et al., 2012).  The Chochinov model 

assumes the presence of a robust health care infrastructure, within a politically stable macro 

environment, and with accessible medical services that provide equal care to its citizens. It does 
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not consider political and economic instability, influx of refugees, high poverty levels  and a 

dismantled government that can be detrimental to health outcomes and experiences of dignity 

(ESCWA, 2021b; Landry et al., 2020). The fragile socio-political situation in Lebanon, 

compounded with geopolitical turmoil, corruption, unparalleled economic crash, limited 

medical supplies, and uncontrollable events such as the devastating port blast, inevitably 

compromises patient experiences of health care, safety, and dignity (Landry et al., 2020). 

Economic and political forces are key players in shaping patient experiences of dignity in the 

health care sector in various Middle Eastern countries in conflict (Al-Saiedi, 2021; Dakessian 

Sailian et al., 2021; Tsurkov  & Jukhadar, 2020).  

The Covid-19 pandemic created an additional strain on the health care system where palliative 

care patients experienced shortage of staff, scarcity of essential medicines and medical 

supplies, together with a heightened stigma of a potentially deadly infection, and restrictions 

imposed on family visitations (Isma’eel et al., 2020).  The right to receive health care remained 

at the mercy of environmental factors, governmental initiatives, and international policies. The 

arrays of these complex factors interfere with patient experiences and perceptions of dignity in 

a country such as Lebanon.  

In Figure 7.3 the Chochinov model of dignity is presented with the variations that emerged from 

the study. In the first category of Illness related concern, a new theme of outer appearance is 

added with its sub-themes of stigma and death anxiety. A star is placed next to physical distress 

to denote that physical symptoms were not openly mentioned as an influencer of dignity in the 

findings. In the second category of dignity conserving repertoire, role preservation and 

generalisability / legacy were related with the role of the patient in the family hierarchy who 
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found pride and comfort in their siblings and their achievements. Autonomy was interpreted as 

relational not purely individual and connected to the patient’s immediate family members. 

Faith emerged as a central theme in protecting dignity and not an optional coping measure. 

Finally, in the Social Dignity Inventory as mentioned previously, privacy boundaries extended 

from personal bodily privacy to the social and collective dimension leading some to hide their 

diagnosis. Social support mainly constituted family closeness to the sick and the last two 

themes of burden to others and aftermath concerns were less obvious in the findings. A new 

theme of equitable and affordable care underpinned by economic sustainability was added. 

 
 

Figure 8. 3 Chochinov’s Dignity Model adjusted in light of the new findings.  

* Sign refers to a modified interpretation or emphasis. Green shaded boxes refer to a new sub-theme added 
to the model. Red letters refer to the non-dominance of the sub-theme in the new findings. 
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8.5 Synthesis of the Findings 
According to the findings, a sense of dignity in patients from the Lebanon with palliative needs 

has multiple layers that stem from the individual, extends to the inter-relational, to the 

community and to the broader societal arena. The core of the dignity experience is a spiritual 

foundation, reinforced through religious practices, that nurtures an absolute sense of dignity 

during illness.  Patient dignity is violated when the individual is vulnerable, weak, and has lost 

cognitive, physical, or social integrity becoming dependent on others (Jacobson, 2009 a, b). 

Dignity is at a dynamic interplay, often reciprocal, with close social relationships and 

connectedness (Choo, 2019) within the patient’s immediate family as well as encounters in the 

health care environment. Dignity is inter-relationally dependent on the social position of the 

individual in the family, the health care setting, and the overall societal and economic climate 

that promotes or diminishes patient dignity (Enes, 2003, Jacobson, 2009; Periyakoil et al., 2010; 

van Gennip et al., 2013). Relationships in which one of the parties is undervalued or has 

insufficient information, and having less power may generate the experience of losing dignity 

(Jacobson 2009). Unequal access to health care services, insufficient resources, poor-quality or 

discriminating health care and overall impoverishment of living standards violate patient’s 

dignity. In this regard, political forces may pull down the dignity of individuals through tensions, 

instabilities and policies reinforcing division and unequal care.   

The lotus flower with its petals articulates the components of patient dignity with palliative 

needs (see Figure 7.4). This lotus flower was created because it symbolises spirituality, the cycle 

of life and harmony amidst conflicting emotions that has a close resemblance to palliative care 

patients (Stanton, 2021).  The petals of the lotus flower represent the themes of the study.  
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Patient dignity is rooted in individual spirituality and connectedness to the Creator making it 

the essence of the flower. Ethical values and the inherent relationship and longing for the 

Creator anchor a sense of dignity. Immediate social and family support, cultural norms that 

seem to have a spiritual value, generate experiences of self-worth and legacy. This relationship 

is strengthened by physical fitness and mental wellbeing. Beyond the family, dignity is 

supported through an accessible health care system that is compassionate and attentive to 

patient needs. Health services that are timely, effective, efficient and equitable promote dignity 

(World Health Organization, 2021). Nevertheless, as depicted in the figure 7.4, the lotus flower 

is stabilised and rests on a safe geopolitical and economic order representing a macro 

environment that promotes a citizen’s dignity.  It is important that the overall climate promotes 

the safe acquisition of resources crucial to sustain this flower of dignity.  

 

Figure8. 4 The Dignity Flower / Lotus 
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The flower depicts the dignity of patients with palliative care needs as multi-layered, multi-

dimensional and a ‘sum of distinct parts’ playing unique, yet complementary, roles. The dignity 

flower has in its centre the spiritual dimension (faith) as the core (like the pistil of a flower) 

expanding immediately linked to the two ‘petals’ that of the physical and mental wellbeing, and 

social and family connectedness. Enveloping the ‘petal’ of the dignity flower are the two layers 

of the compassionate equitable health system, and availability of health resources in the health 

care system.  Finally, the flower is established on a safe and sustainable platform underpinned 

by a stable socio-political and economic base (receptacle). 

8.6 Personal Reflection 
I started this PhD journey at a time when Lebanon was in a relatively stable state. I did not 

worry about the economic welfare or the future of my family. Now that my research is 

approaching its end, the overall political and economic condition has evolved dramatically, 

creating huge social and economic devastation on all its citizens and a decay of essential 

infrastructure.  Given the overall chaotic situation of the state and scarcity of basic needs such 

as electricity and fuel, I am grateful to have been able to achieve my PhD research this far.  I 

want to reflect on some of the challenges and memorable moments I experienced during my 

endeavour.  

The pace of the research slowed down due to the Covid-19 pandemic. The intensifying political 

uproar and daily strikes run by regular people and organisations also led to the slow processing 

of the ethics committee at the American University of Beirut’s (AUB) leading to the delay of the 

approval for a couple of months. It is worthwhile to mention that I had to change the data 

collection method in the proposal from in-person interviews, to online or telephone. Securing 
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the final ethical approval took around six months. That summer, I spent most of the days coding 

and analysing my systematic literature review in my in-law’s country house in Anjar where the 

electricity power cuts were less, and relatively far from political repercussions such as road 

closures.  Once the results of the systematic review came out, which mostly reflected the 

Iranian condition of patient dignity, I was resistant to see the similarity of the results to 

Lebanon. I perceived Lebanon as a modern and an economically rich country that has a strong 

health system equipped with the European and American medical supplies. Now looking back 

to the results, I sadly see a huge similarity in the condition and experiences of patients in the 

two countries.   

In September 2020, I interviewed my first patient who received home-based palliative care. 

This was one of the rare interviews I conducted in a participant’s house. I still remember how 

the participant, a married man suffering from rectal cancer, with a large family, welcomed me 

warmly into his house. Though I belonged to a different sect and ethnic group he was very 

respectful. Halfway into the interview, he was filled with emotions and lit a cigarette urging me 

to smoke with him. After resisting the cigarette his eldest daughter offered Lebanese coffee 

and apples. His grandchildren were in the same room, some playing on the floor, some taking a 

nap. He was generous and did not ask for privacy for the interview. He wanted to help hoping 

he could receive a cure of his condition through the research. I realised how the patient, as a 

father, perceived himself as the anchor of the family and the family unit, which embraced all 

the members with all their needs as if ‘all is one and one for all’ motto was a reality. He did not 

ask for privacy, although he was suffering from rectal cancer, an intimate area with sensitive 

implications. I explained that the research was about understanding how the dignity of patients 
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is understood and how it can be protected during advanced illness, and it did not mean to offer 

any cure.  

It took more time than estimated, nine months, to recruit participants and complete the 

interviews. With the Covid-19 lockdowns and waves of high infection it was very challenging to 

recruit. I was happy to have opted for telephone calls for data collection since at that point I 

realised the pandemic was not going to be over quickly. The data analysis process was very 

intriguing. The NVivo qualitative analysis software was very useful in organising my codes. The 

analysis was an iterative process that allowed me to unpick salient and latent themes as the 

interviews settled in my mind and allowed me to rethink and have further reflections. The write 

up of the findings evolved with time as there was always the chance to improve the structure 

and transcend mere description. Because English is my second language, it has always been a 

pursuit to ensure my English writing and speaking are at the expected level. I was lucky to have 

the opportunity to present the findings to a friend based in Denmark, to assess if she, a 

relatively outsider from the context, could comprehend and make sense of my findings, and 

inform aspects of the data I had missed.   

Looking back at the time and efforts spent in this work, I realise that this journey, though 

challenging with uncontrollable events, has changed me to a humbler and wiser human being, 

capable to comprehend multiple cultural systems and perspectives.  Encounters with patients 

and family members during data collection as a researcher, allowed me to broaden my point of 

view learning more about dignity and how overlooked details, like personal outlooks, social 

encounters, relationships, embedded hierarchies and power systems, and language may shape 

dignity and satisfaction with care. This endeavour was an overall long training session that 
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taught me to rely on myself and realise that the field of palliative care offers a vast landscape to 

experiment.   

8.7 Implications to practice, policy, and research  
The study provides insight into improving patient experiences of dignity in palliative care, by 

identifying conditions that patients and family caregivers saw as necessities to uphold or 

diminish dignity and worth. Thus, the findings may potentially pave the way to practical 

implications, initiatives, changes or suggestions to ordinary individuals, families, communities 

as well as professionals in the field of medicine, nursing, allied health care, educators, and 

policymakers. The findings also have relevance to neighbouring countries with similar 

geopolitical, socioeconomic, and cultural constructs, which could guide stakeholders into ways 

of maintaining dignified experiences for patients with palliative care needs.  

8.7.1 Implications for practice: Since being surrounded by family is a crucial element for a 

patient’s perception of dignity, clinicians and health administrators need to be sensitive to the 

patient’s need to have family present at the point of care allowing family visits. Visiting 

hospitalised patients was prohibited or limited during the pandemic, which has the potential to 

influence dignity negatively.  Health providers need to dedicate ample time listening to 

patients’ and family’s needs, values, and preferences. For instance, family caregivers were 

upset when invasive interventions, such as inserting a nasogastric tube, was started by health 

providers without first attempting non-invasive ways of feeding.  Throughout the findings, 

involvement of the family in providing patient care is highly desirable for patients and family 

caregivers as they constituted a central source of social, health, and financial support . 
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Since family presence is vital, providing palliative care services at home would be of invaluable 

mode to promote dignity of the patient. , Home based services are currently only offered as 

isolated services in the country. With the absence of governmental support, home-based 

affordable palliative care could be accomplished in partnership with health professionals, civic 

societies, community initiatives and families (Kellehear, 2013; Reid et al., 2017). 

Since faith and the centrality of God is dominant in the lives of the patients, providing spiritual 

support and facilitating for spiritual/ religious practices in the hospital setting is also 

recommended as faith is an important coping mechanism for patients and family caregivers 

during illness, contributing to positive sense of security and hope that preserves dignity.  

The patients wanted to stay socially connected. Thus, the initiation of virtual support 

communities through digital applications where patients and families can exchange and receive 

emotional, social, medical, and spiritual support could be planned, for instance via social media 

like WhatsApp, which is commonly used by the patients as a means of communication (Dhiliwal 

& Salins, 2015). The psychosocial support experienced from such virtual communities can 

enhance a sense of connectedness, safety, and dignity in patients with advanced conditions. 

This can reduce social isolation, as is evident in the findings as well as the systematic review 

(Dakessian Sailian et al., 2021).  These applications have proved particularly useful during the 

Covid-19 pandemic with telemedicine and remote consultations shown to be a supportive tool 

to patients unable to travel to the health care institution (Worster & Swartz, 2017).  

Educating all health care team members, clinicians, students and faculty in the health and allied 

health domains about key elements and values of dignity for Lebanese patients and their 
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families and how to preserve it, would be useful in tailoring the clinical approach and dignity 

interventions accordingly.  It is vital to incorporate quality indicators in planning and 

implementing health services by setting guidelines and actions that safeguard patient dignity 

(World Health Organization, 2021). 

It is worth noting that alongside health care institutions, a public health approach would offer a 

holistic method to integrate palliative care services and awareness to assist patients and 

families in maintaining and preserving their dignity in their homes, neighbourhoods, and 

communities. Community development through the mobilisation of churches, mosques, 

schools, businesses, social clubs would assist in addressing the challenges and needs of 

maintaining dignity and integrity of patients with palliative care needs (Sallnow et al., 2012). 

Compassionate communities built through community engagement and supportive networks 

would potentially address the gaps in access to palliative care and tap into the untouched 

resources of social and spiritual care, providing for the day to day needs of the patients helping 

to build resilience (Abel, 2018; Kellehear, 2013). 

 8.72 Implications for Policy: Since not all have access to quality palliative care resources, it 

is crucial that a national strategic plan for universal health care coverage is planned carefully 

and implemented based on the principles of equity and social justice that funds health care.  

This would aim at reducing the gap in accessing health services, providing affordable quality 

services to all citizens and promoting patient/ family dignity. Equal access to quality health 

services is an imperative to preserve citizen’s rights and dignity (The United Nations General 

Assembly, 2019). This progress is not anticipated to happen soon in Lebanon due to the 

pandemic and the immensely disrupted socio-political condition in the country. New policies 
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may also be devised to financially support the individual with serious illness and the immediate 

family caregiver, as patients rely mostly on their families and adult children for sustaining 

quality of life and financial support. 

Palliative care policies should be clearer about the responsibilities and duty of physicians in 

discussing diagnosis and initiating end-of-life discussions with patients early in the course of 

incurable illnesses, as patients are keen on having information about their condition to 

maintain dignity. The clinician needs to explore the extent of information the patient wishes to 

know and gauge the discussion accordingly. It is expected that the clinician is capable of 

addressing patient and family needs, resolving any conflict that may arise, with regards to 

disclosure of diagnosis or plan of care. Legalising the requirement for healthcare providers to 

approach these serious yet delicate conversations would pave the way to the process of 

advance care planning. This could potentially empower patients and families to plan for the 

patient’s end of life in relation to their understanding of dignity and acknowledging that death 

is inevitable (Balaban, 2000).  

8.7.3Implications for research: having explored patient and family interpretations of 

dignity, it is important to understand the perception of dignity from the health care 

professional’s perspective and assess whether there is coherence to the findings of this study.  

It would be interesting to pilot the patient dignity inventory-assessment tool by Chochinov et al. 

(2008) and examine its applicability with the addition of new domains of faith, family presence, 

and accessibility of compassionate health services, with variations in emphasis amended for the 

Lebanese context.  Within the clinical setting, it would be interesting to explore how the dignity 

therapy (Chochinov et al., 2005), or dignity care interventions (S. McIlfatrick et al., 2017) 
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implemented by nurses would fit in the Lebanese setting to alleviate psychosocial distress at 

the end of life. 

The analysis of this study instigates the exploration of other questions, such as the role of 

gender in the perception of dignity, and the experiences or situations that hamper dignified 

experiences in palliative care. It is pertinent to also explore how death and dying is perceived by 

patients, health workers and families in the Middle Eastern setting and how this understanding 

may impact the delivery of quality palliative care services.  Disclosing diagnosis and prognosis to 

patients and family caregivers, and the readiness of stakeholders in sharing information and 

knowledge through sensitive but honest conversations is another area that needs to be 

explored to have a deeper understanding of the dynamics of all stakeholders.  

Most of the participants in the study knew about their condition, this may indicate that 

practices may be changing in the Lebanese culture towards more respect to patient preferences 

around disclosure. It would be important to explore how end of life communications are 

shaped with sociodemographic factors such as age, gender, education level, cultural norms, or 

ethnic, geographical groups as Lebanon has a heterogenous population. See Table 7.1 

summarising recommendations by stakeholder.
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Table 8. 1 Recommendations to preserve patient dignity in palliative care 

Health Providers Health Administrators Educators Policy Makers 

Enhance effective 

communication skills:  

a) Dedicate ample time to 

listening and attending to 

patients' needs 

b) Active and timely attention 

of physicians and nurses on the 

medical wards 

c) Explore how the 

communication is preferred 

from the patient perspective: 

with the patient and family, 

only patient or only family  

d) Provide clear and honest 

information to the patient 

regarding diagnosis, the plan of 

care, treatment and prognosis, 

unless the patient chooses not 

to know. 

d) Provide family support  

Incorporate quality 

considerations in planning 

and delivering care to 

individuals that are patient- 

centred and safeguard 

dignity:  

a) Ensure the presence of a 

multidisciplinary palliative 

care team 

b) Ensure the availability of 

spiritual support in the 

health care/ palliative care 

team 

c) Explore the possibility of 

providing palliative care at 

home 

Train health providers about 

the importance of 

maintaining patient dignity 

whilst delivering care to 

patients with palliative 

needs: 

a) Teach about patient and 

family understanding of 

dignity and means of 

preserving it in the clinical or 

community setting 

b) Train healthcare workers 

to deliver compassionate 

and equitable care that is 

inclusive of all patients to 

ensure dignity. 

c) Train about culturally 

sensitive communication 

skills regarding end-of-life 

care that does not violate 

dignity. 

Incorporate national policies that 

addresses needs of palliative 

care patients: 

a) Plan for universal health care 

coverage that funds palliative 

care services and allows equal 

access to all 

b) Devise policy that holds health 

providers accountable for 

sharing clear information with 

the patient about management 

and plan of care aligned with 

patient wishes 

c) Plan and implement 

community-based initiatives to 

increase awareness about dignity 

of patients with pall  

d) Provide adequate support to 

family caregivers of patients with 

palliative care needs.  
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Integrate spiritual care in 

health care settings: Facilitate 

space for patient’s spiritual 

time (prayer, reading.) 

Family visits: 

a) Allow the presence or 

visits of at least one family 

member in the hospital with 

the patient 

 
Support (practically, 

economically) family caregivers 

in providing care 

Provide equal and quality 

health services to all patients 

without discrimination 

regardless of social or 

economic class or political 

affiliation 

Make palliative services 

affordable to all patients 

 
Increase affordable home-based 

palliative services and support 

those organizations (NGOs) that 

provide palliative care 

  Start community initiatives that 

have a public health care 

approach 
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8.8 Strengths and Limitations 
This research provides an initial understanding of the concept of dignity within palliative care in 

a country where research in palliative care is scant. The strength of this project is that it unveils 

a topic unresearched from an Arab – Lebanese perspective where the sample studied was 

diverse in terms of age, gender, medical condition, and ethnicity. The findings show overall 

consistency with the global literature and the Model of Dignity by Chochinov (2002). Also, the 

use of snowball sampling was a successful strategy in recruiting vulnerable participants (Sadler 

et al., 2010), where research participants were asked to refer to potential patients or caregivers 

of their acquaintance for enrolment. 

Due to the covid-19 pandemic much of the data was collected through telephone calls where 

the participants’ actual home or real environment and context was sometimes missed. 

However, using telephone calls has provided more access to participants and allowed 

participants to discuss sensitive issues maintaining confidentiality and privacy (Block & Erskine, 

2012; Mealer & Jones, 2014). 

The findings are affected by the socio-political and economic state of the country as well as the 

Covid-19 pandemic. The harsh conditions in Lebanon affected by local protests, devaluation of 

the Lebanese currency, unemployment, and interrupted governmental services, the massive 

port blast, brought forward the need for equitable care that makes no social, ethnic, or political 

discriminations among patients. It highlighted the need for the availability and accessibility of 

essential medicine and health resources for maintaining health, wellness, and dignity. Thus, it is 

possible should there have been economic and political stability the findings may have had a 

different emphasis.  
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Finally, not exploring the perspective of health care providers might be considered a limitation 

hindering the holistic understanding of the topic of dignity within palliative care. The 

perspective from health care provides needs to be studied in later research to complement the 

findings.  

8.9 Conclusion 
Patient dignity in palliative care is a multifaceted, contextual phenomenon determined through 

the intersection of the complex social, economic, political, health, religious, and individual 

factors that may support or damage dignity. This study adds to the body of knowledge on 

dignity in palliative care, unveiling a nuanced understanding of dignity from non-Western 

patients and families and highlighting that context is key to its understanding.  

Dignity is a dynamic concept and the recent dire conditions in Lebanon, as well as the Covid-19 

pandemic, have significantly shaped its experience and interpretation.  The study reveals how 

patient dignity is delicate, volatile, easily affected by public policies, governments, sturdiness of 

health services, accessibility and equity of care, and the proximity of social family ties. Unlike 

the Western literature, the study also uncovers the immense impact of religion and faith and 

the effect of traditional norms and culture on improving the experiences of dignity.  

This is the first study in Lebanon to document what palliative care patients need to maintain 

their dignity. Patient dignity is fostered through living a good quality of life that is enacted 

through general wellbeing, preserving family traditions, faith, economic abundance, and 

inclusiveness.  Patients and family caregivers strive to receive equal care that does justice to all 

socioeconomic layers of the population. The three categories of the Chochinov Dignity model 

are supported in the findings with variations in emphasis and interpretations. The new themes 
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developed in this study extend the Chochinov model by revealing that political turmoil, poverty, 

shortages and limited accessibility of medical resources, act as an overpowering threat 

jeopardising patient dignity and increasing gaps of inequality in receiving quality services.  
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Appendix A 
Syntax from CINAHL 

# Query Limiters/Expanders Last Run Via Results 
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Search modes - 
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ghazza# OR "west bank" OR 

palestin* OR jordan* OR 

leban* OR liban OR syria* OR 

oman* OR qatar* OR kuwait* 

OR saudi* OR “ Saudi arabia” 

or turk* OR UAE or "united 

arab emirates" OR egypt* OR 

yemen* OR Mediterranean 

OR muslim* OR islam* OR 

oriental OR arab* OR 

middle#east OR (( (cultur* or 

multicultur*) N2 (divers* OR 

chang*) ) ) OR AB ( ( ( cypr* 

OR Afghanistan* OR Bahrain* 

OR iran* OR iraq* OR israel* 

or gaza OR ghazza# OR "west 

bank" OR palestin* OR 

jordan* OR leban* OR liban 

OR syria* OR oman* OR 

qatar* OR kuwait* OR saudi* 

Expanders - Apply 

equivalent subjects 

Search modes - 

Boolean/Phrase 

Interface - EBSCOhost Research 
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Search Screen - Advanced 

Search 
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OR UAE or "united arab 
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OR muslim* OR islam* OR 
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middle#east OR (( (cultur* or 
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Interface - EBSCOhost Research 
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Interface - EBSCOhost Research 

Databases 

Search Screen - Advanced 

Search 

Database - CINAHL Complete 114,867 
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TI ( ((palliat* OR terminal* OR 

hospice OR dying OR death) 

N2 ( patient* OR experience* 

OR care OR phase OR 

prognosis OR ill* OR cancer )) 

OR “ end of life” OR end-

stage OR life threatening OR 

life limiting OR ( final OR last) 

N2 ( day*) OR “ advanced 
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OR terminal* OR hospice OR 

dying OR death) N2 ( patient* 

OR experience* OR care OR 

phase OR prognosis OR ill* 
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threatening OR life limiting 
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Expanders - Apply 

equivalent subjects 

Search modes - 

Boolean/Phrase 

Interface - EBSCOhost Research 

Databases 

Search Screen - Advanced 
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TI ( ((palliat* OR terminal* OR 

hospice OR dying OR death) 

N2 ( patient* OR experience* 

OR care OR phase OR 

prognosis OR ill* OR cancer )) 

OR “ end of life” OR end-

stage OR life threatening OR 

life limiting OR ( final OR last) 

N2 ( day*) OR “ advanced 

cancer” ) OR AB ( ((palliat* 

OR terminal* OR hospice OR 

dying OR death) N2 ( patient* 

OR experience* OR care OR 

phase OR prognosis OR ill* 

OR cancer )) OR “ end of life” 

OR end-stage OR life 

threatening OR life limiting 

OR ( final OR last) N2 ( day*) 
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Expanders - Apply 
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(MM "Human Dignity") OR 
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Interface - EBSCOhost Research 
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Appendix B 
 

Appraising the evidence using the Hawker et al. (2002) tool.  

Example of an appraised paper by Bagherian et al, 2019 

 

Author and title: Bagherian et al_ Cancer patients’ perspectives 

on dignity in care 

Date: ______2019_________________________________ 

Good Fair Poor Very Poor Comment 

1. Abstract and title 

2. Introduction and aims 

3. Method and data 

4. Sampling 

5. Data analysis 

6. Ethics and bias 

7. Findings/results 

8. Transferability/generalisability 

9. Implications and usefulness 

Total 31 

 

1. Abstract and title: Did they provide a clear description of the study? 

Good   Structured abstract with full information and clear title. 
Did not mention sample size 

Fair   Abstract with most of the information. 

Poor   Inadequate abstract. 
Very Poor  No abstract. 

2. Introduction and aims: Was there a good background and clear statement of 
the aims of the research? 

Good                 Full but concise background to discussion/study containing up-to date  
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 Literature review and highlighting gaps in knowledge. Clear 
statement of aim AND objectives including research questions. Did 
not have objectives 

Fair                       Some background and literature review. Research questions outlined. 
Poor   Some background but no aim/objectives/questions OR 

Aims/objectives but inadequate background. 
Very Poor            No mention of aims/objectives. No background or literature review. 

3. Method and data: Is the method appropriate and clearly explained? 

Good                 Method is appropriate and described clearly (e.g., questionnaires 
included).  Clear details of the data collection and recording. 

Fair   Method appropriate, description could be better. Data described. It 
doesn’t say where the data was collected, by whom, and how it was 
recorded 

Poor                 Questionable whether method is appropriate. Method described   
inadequately. Little description of data. 

Very Poor 
  

No mention of method, AND/OR Method inappropriate, AND/OR No 
details of data. 

4. Sampling: Was the sampling strategy appropriate to address the aims? 

Good   Details (age/gender/race/context) of who was studied and how they 
were recruited. Why this group was targeted. The sample size was 
justified for the study. Response rates shown and explained. 

Fair   Sample size justified. Most information given, but some missing. Not 
much info given about the diversity of the sample 

Poor   Sampling mentioned but few descriptive details. 

Very Poor No details of sample. 
5. Data analysis: Was the description of the data analysis sufficiently rigorous? 

Good                 Clear description of how analysis was done. Qualitative studies: 
Description of how themes derived/ respondent validation or 
triangulation. Quantitative studies: Reasons for tests selected 
hypothesis driven/ numbers add up/statistical significance discussed. 

Fair   Qualitative: Descriptive discussion of analysis. Quantitative. 
Poor   Minimal details about analysis. 
Very Poor No discussion of analysis. 

6. Ethics and bias: Have ethical issues been addressed, and what has necessary 
ethical approval gained? Has the relationship between researchers and 
participants been adequately considered? 

Good                Ethics: Where necessary issues of confidentiality, sensitivity, and 
consent were addressed. Bias: Researcher was reflexive and/or aware 
of own bias. 

Fair   Lip service was paid to above (i.e., these issues were acknowledged). 

Poor   Brief mention of issues. 
Very Poor  No mention of issues. 

7. Results: Is there a clear statement of the findings? 
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Good                 Findings explicit, easy to understand, and in logical progression. 
Tables, if present, are explained in text. Results relate directly to aims. 
Sufficient data are presented to support findings. 

Fair                Findings mentioned but more explanation could be given. Data 
presented relate directly to results. 

Poor   Findings presented haphazardly, not explained, and do not progress 
logically from results. 

Very Poor  Findings not mentioned or do not relate to aims. 
8. Transferability or generalisability : Are the findings of this study transferable 

(generalizable) to a wider population? 

Good                 Context and setting of the study is described sufficiently to allow 
comparison with other contexts and settings, plus high score in 
Question 4 (sampling). 

Fair                  Some context and setting described, but more needed to replicate or                       
compare the study with others, PLUS fair score or higher in Question 
4. 

Poor   Minimal description of context/setting. 

Very Poor  No description of context/setting. 
9. Implications and usefulness: How important are these findings to policy and 

practice? 

Good      Contributes something new and/or different in terms of 
understanding/insight or perspective. Suggests ideas for further 
research. Suggests implications for policy and/or practice. 

Fair   Two of the above (state what is missing in comments). 

Poor   Only one of the above. 
Very Poor  None of the above. 
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Appendix C 

 AUB Social & Behavioral Sciences 

 INVITATION SCRIPT  

Invitation to Participate in a Research Study 

This notice is for an AUB-IRB Approved Research Study 

for Mrs. Silva Dakessian Sailian at AUB. 

(sd61@aub.edu.lb) 

I am inviting you to participate in a research study about (EXPLORING DIGNITY IN CHRONIC AND 

TERMINAL ILLNESSES IN LEBANON: PATIENTS AND CAREGIVERS PERSPECTIVE The purpose of 

this study is to clarify the interpretations of personal dignity in individuals facing long-term or terminal 

health conditions and their family caregivers. It intends to explore the experiences of dignity during 

interactions with health care providers and consuming health services.).  

You will be asked to complete a telephone interview or an online video call to give your opinion about 

this topic 

You are invited because we are targeting patients. You are eligible for this study if you are aged over 18, 

and facing a condition that needs continuous medical attention.  

The estimated time to complete this interview is approximately thirty minutes  

Please I will read the consent form and consider whether you want to be involved in the study.  

If you have any questions about this study, you may contact the investigator/research team (Silva 

Dakessian Sailian, sd61@aub.edu.lb. 

 

 

 

 

 

 

 

mailto:sd61@aub.edu.lb
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Appendix D 
 

To protect research participants’ and the researcher’s health, the following arrangements were applied 

during data collection as per the recommendations of the ethics committee of the American University 

of Beirut. 

Not recruiting anyone who has returned to Lebanon from overseas in the past 14 days to 
collect research data. 

The researcher will be monitoring her health and seek medical opinion if she has 
symptoms such as cough or shortness of breath. 

The researcher will be avoiding the use of buses and service taxis for traveling to research 

sites. 

The researcher will seek medical advice if she becomes concerned about their health. 

The researcher will wear masks and have hand sanitizer and tissues when visiting research 

sites to ensure hand hygiene. 

The researcher will screen potential research participants by asking the following 
questions before consenting participants and collecting data. 

Have you returned to Lebanon in the past 14 days (ask only if applicable)? If yes, terminate 
the discussion. 

In the past week have you had a fever, a persistent cough, or shortness of breath? If yes, 

terminate the discussion and suggest the person consults a physician. 

To your knowledge, have you been in contact with anyone who has been treated for a 

Covid-19 infection? If yes, terminate discussion and suggest the person consults a 
physician, gets tested for Covid-19, and self isolates for the period advised by a physician. 

The researcher will be collecting data and consenting participants online/remotely 

whenever possible. 

The researcher will observe social distancing (at least 2.0 meters between the data 
collector and research participant). 

The researcher will collect data next to open windows and well-ventilated spaces 

whenever possible in face-to-face interviews. 

The researcher will be using masks as well as give to participants to use during the in-

person interview. 
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Appendix E 

 

Participant Information Sheet 

Patient 
 

 

Exploring Dignity in Chronic and Terminal Illnesses in Lebanon: Patients 

and Caregivers Perspective  
 

My name is Silva Dakessian Sailian and I am conducting this research as a PhD student in the 

Palliative Care program at Lancaster University, Lancaster, United Kingdom. 

 

What is the study about? 

The purpose of this study is to explore the interpretation and perceptions of personal dignity in 

Lebanese adults with chronic or terminal illnesses and how it is affected during illness and while 

receiving health care services. 

 

Why have I been approached? 

You have been approached because the study requires information from people who are facing 

long term illnesses that demand ongoing medical attention and care.  

 

Do I have to take part? 

No.  It’s completely up to you to decide whether you take part in this research project. You have 

also the right to withdraw from the interview at any time in the study. 

 

What will I be asked to do if I take part? 

If you decide you would like to take part, you would be asked to take part in an interview that 

would be either in person, or via a video call using an online platform or via regular telephone 

calls that would take around 30 – 60 minutes.  

 

Will my data be Identifiable? 

The information you provide is confidential. Participants will not be identifiable. The data 

collected for this study (audio recordings and transcripts) will be stored securely in an encrypted 

and password protected personal computer in the researcher’s office at the American University 

of Beirut, and in the data storehouse (cloud-based data storage) at Lancaster University. Only the 

researcher conducting this study, and the research supervisors in the United Kingdom will have 

access to this data:  

o Audio recordings will be encrypted (that is no-one other than the researcher will be able 

to access them) and password protected until they are destroyed by the researcher. 
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o Audio recordings will be destroyed immediately once they are uploaded into the 

researcher’s personal computer that is encrypted and password protected.  

o The typed version of the interview will be made anonymous by removing any identifying 

information including your name and stored in an encrypted and password protected 

personal computer of the researcher. 

o If the interview takes place using an online platform, it will be videotaped or audiotaped 

as per your preference by the researcher. 

o All your personal data will be confidential and will be kept separately from your 

interview responses. 

o Anonymized direct quotations from your interview may be used in the reports or 

publications from the study, by using false names (pseudo names) so your name will not 

be attached to them. 

o All collected data will be destroyed after ten years by the University data manager at 

Lancaster and by the researcher at the American University of Beirut. 

There are some limits to confidentiality: if what is said in the interview makes me think that you, 

or someone else, is at significant risk of harm, I will have to break confidentiality and speak to 

my supervisors and local authority staff members about this. If possible, I will tell you if I must 

do this. 

 

What will happen to the results? 

The results will be summarized and reported in a dissertation/thesis and may be submitted for 

publication in an academic or professional journal or presented in conferences. 

 

Are there any risks? 

There are no risks anticipated with participating in this study.  However, if you experience any 

distress following participation you are encouraged to inform the researcher, stop the interview 

and seek help from medical resources. 

 

Are there any benefits to taking part? 

Although you may find participating interesting, there are no direct benefits in taking part. 

Nevertheless, participants feel empowered after being able to narrate their stories and express 

their wishes and frustrations. 

 

Who has reviewed the project? 

This study has been reviewed and approved by the Faculty of Health and Medicine Research 

Ethics Committee at Lancaster University as well as Lebanese Ethics committee at the American 

University of Beirut. 

 

Where can I obtain further information about the study if I need it? 

If you have any questions about the study, please contact the main researcher: 

o Silva Dakessian Sailian; American University of Beirut, Hariri School of Nursing- Tel: 

961 350000, ext. 5967; email: sd61@aub.edu.lb 

o Institutional Review Board Office, American University of Beirut, Tel: 961-1-350000 or 

374374, ext. 5445. Email. irb@aub.edu.lb   

o Prof Nancy Preston, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 592802; n.j.preston@lancaster.ac.uk 

mailto:sd61@aub.edu.lb
mailto:irb@aub.edu.lb
mailto:n.j.preston@lancaster.ac.uk
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o Dr. Yakubu Salifu, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 593722; y.salifu@ lancaster.ac.uk 

Complaints  
If you wish to make a complaint or raise concerns about any aspect of this study and do not want 

to speak to the researcher, you can contact:  

 

a) Institutional Review Board Office, American University of Beirut, Tel: 961-1-350000 or 

374374, ext. 5445. Email. irb@aub.edu.lb   

 

b) Katharina Janke; Director of Studies, Palliative Care. Tel:  +44 (0)1524 595103. Email: 

k.jankemarie@lancaster.ac.uk. Faculty of Health and Medicine; Department of Health 

Research; Lancaster University , LA1 4YG, United Kingdom 

 

 

Thank you for taking the time to read this information sheet. 

 

Resources in the event of distress 

Should you feel distressed either as a result of taking part, or in the future, you will be referred to 

contact your primary physician or to an accessible free community services where psychological 

support is provided, such as   

1) Idrrac 961- 76- 100576  

2) Blue mission organization 961- 07-732636 or 961- 78-965062  

3) Embrace 1564. 

 

 

 

 

 

 

 

 

 

mailto:k.jankemarie@lancaster.ac.uk
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Appendix F 

                                                                                  

Participant Information Sheet 

Caregiver 
 

 

Exploring Dignity in Chronic and Terminal Illnesses in Lebanon: Patients 

and Caregivers Perspective  
 

My name is Silva Dakessian Sailian and I am conducting this research as a PhD student in the 

Palliative Care program at Lancaster University, Lancaster, United Kingdom. 

 

What is the study about? 

The purpose of this study is to explore the interpretation and perceptions of personal dignity in 

Lebanese adults with chronic or terminal illnesses and how it is affected during illness and while 

receiving health care services. 

 

Why have I been approached? 

You have been approached because the study requires information from caregivers’ of people 

who are facing long term illnesses that demand ongoing medical attention and care.  

 

Do I have to take part? 

No.  It is completely up to you to decide whether you take part in this research project. You have 

also the right to withdraw from the interview at any time in the study. 

 

What will I be asked to do if I take part? 

If you decide you would like to take part, you would be asked to take part in an interview that 

would be either in person, or via a video call using an online platform or via regular telephone 

calls that would take around 30 – 60 minutes.  

 

Will my data be Identifiable? 

The information you provide is confidential. Participants will not be identifiable. The data 

collected for this study (audio recordings and transcripts) will be stored securely in an encrypted 

and password protected personal computer in the researcher’s office at the American University 

of Beirut, and in the data storehouse (cloud-based data storage) at Lancaster University. Only the 

researcher conducting this study, and the research supervisors in the United Kingdom will have 

access to this data:  

o Audio recordings will be encrypted (that is no-one other than the researcher will be able 

to access them) and password protected until they are destroyed by the researcher. 



222 

 

o Audio recordings will be destroyed immediately once they are uploaded into the 

researcher’s personal computer that is encrypted and password protected.  

o The typed version of the interview will be made anonymous by removing any identifying 

information including your name and stored in an encrypted and password protected 

personal computer of the researcher. 

o If the interview takes place using an online platform, it will be videotaped or audiotaped 

as per your preference by the researcher. 

o All your personal data will be confidential and will be kept separately from your 

interview responses. 

o Anonymized direct quotations from your interview may be used in the reports or 

publications from the study, by using false names (pseudo names) so your name will not 

be attached to them. 

o All collected data will be destroyed after ten years by the University data manager at 

Lancaster and by the researcher at the American University of Beirut. 

There are some limits to confidentiality: if what is said in the interview makes me think that you, 

or someone else, is at significant risk of harm, I will have to break confidentiality and speak to 

my supervisors and local authority staff members about this. If possible, I will tell you if I must 

do this. 

 

What will happen to the results? 

The results will be summarized and reported in a dissertation/thesis and may be submitted for 

publication in an academic or professional journal or presented in conferences. 

 

Are there any risks? 

There are no risks anticipated with participating in this study.  However, if you experience any 

distress following participation you are encouraged to inform the researcher, stop the interview, 

and seek help from medical resources. 

 

Are there any benefits to taking part? 

Although you may find participating interesting, there are no direct benefits in taking part. 

Nevertheless, participants feel empowered after being able to narrate their stories and express 

their wishes and/ or frustrations. 

 

Who has reviewed the project? 

This study has been reviewed and approved by the Faculty of Health and Medicine Research 

Ethics Committee at Lancaster University as well as Lebanese Ethics committee at the American 

University of Beirut. 

 

Where can I obtain further information about the study if I need it? 

If you have any questions about the study, please contact the main researcher: 

o Silva Dakessian Sailian; American University of Beirut, Hariri School of Nursing- Tel: 

961 350000, ext. 5967; email: sd61@aub.edu.lb 

o Institutional Review Board Office, American University of Beirut, Tel: 961-1-350000 or 

374374, ext. 5445. Email. irb@aub.edu.lb   

o Prof Nancy Preston, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 592802; n.j.preston@lancaster.ac.uk 

mailto:sd61@aub.edu.lb
mailto:irb@aub.edu.lb
mailto:n.j.preston@lancaster.ac.uk
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o Dr. Yakubu Salifu, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 593722; y.salifu@ lancaster.ac.uk 

Complaints  
If you wish to make a complaint or raise concerns about any aspect of this study and do not want 

to speak to the researcher, you can contact:  

 

a) Institutional Review Board Office, American University of Beirut, Tel: 961-1-350000 or 

374374, ext. 5445. Email. irb@aub.edu.lb   

b) Katharina Janke; Director of Studies, Palliative Care Tel:  +44 (0)1524 595103 Email: 

k.jankemarie@lancaster.ac.uk Faculty of Health and Medicine, Department of Health 

Research  Lancaster University , LA1 4YG, United Kingdom 

 

 

Thank you for taking the time to read this information sheet. 

 

Resources in the event of distress 

Should you feel distressed either as a result of taking part, or in the future, you will be referred to 

contact your primary physician or to an accessible free community services where psychological 

support is provided, such as   

1) Idrrac 961- 76- 100576  

2) Blue mission organization 961- 07-732636 or 961- 78-965062  

3) Embrace 1564. 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:k.jankemarie@lancaster.ac.uk
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Appendix G 

                                                                                      
 

Informed Consent Form 

Patient 

 

Exploring Dignity in Chronic and Terminal Illnesses in Lebanon: Patients 

and Caregivers Perspective 

 
We are asking if you would like to take part in a collaborative research project between the 

American University of Beirut and Lancaster University, U.K., that explores personal dignity in 

patients and their caregivers with long term illnesses.  

Before you consent to participate in the study, we ask that you read the participant information 

sheet If you have any questions or queries before giving consent please speak to the principal 

investigator, Silva Dakessian Sailian at sd61@aub.edu.lb ; or +961 01350000, ext. 5967.  

 
Please read each statement: 

 

I have received and understood the Study Information about the project: “Exploring Dignity in 

Advanced Chronic and Terminal Illnesses in Lebanon: Patients and Caregivers Perspective” 

                      

I understand that I have been approached because my physician finds me suitable to 

participate in this study  

 

I understand that the project entails interviews that could be in person, or through online 

video call (using a social medium) or via telephone that may last for around thirty – sixty 

minutes 

 

I understand that my participation is voluntary and whether I decide to take part will have no 

effect on my relationship with my health care service or physician.    

                                            

I understand that I am free to withdraw from the project at any time or refuse to answer a 

question, without giving justification, and this will not affect my medical care or legal rights. 

                                                                                                  

I understand that my interview will be audio recorded or video recorded ( if I choose online 

platform) and then made into an anonymised written transcript stored securely at Lancaster 

University, UK and at the American University of Beirut. 

 

I understand that the interview will be video-taped or or audiotaped as per my preference if it 

takes place using an online video call medium.                                                      

mailto:sd61@aub.edu.lb
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I understand that if I feel anxious during the interview, I can stop the interview, and take a break. 

If I feel very upset the researcher will refer me to my primary physician or provide information 

on community free services for psychological support.  

 

Most likely the participants will be interviewed from home either in person, or through telephone 

or online audio-video platform suitable for the participant.  

                                                                                                                        

I will try not to say names of institutions or health care staff members in the interview, and if I 

do the researcher will anonymize it and not include it in the research report.       

 

I understand that the information from my interview will be pooled with other participants’ 

responses, anonymized and may be published. 

 

I understand some anonymised quotes from the study may be used in reports and academic 

papers but these will not be shared in other ways.  

 

I understand that once my data have been anonymized and incorporated into themes it might not 

be possible for it to be withdrawn after two weeks of data collection, though every attempt will 

be made to extract my data. 

                                                                                                                       

I understand that the researcher will discuss data with their supervisor as needed. 

 

I understand any information I give will remain confidential and anonymous unless it is thought 

that there is a risk of harm to myself or others, in which case the researchers may need to share 

this information with local authorities and supervisors from Lancaster University.    

                             

 

I understand that the interview records will be monitored and may be audited by the American 

University Institutional Review board during the research, maintaining confidentiality. 

 

I understand that taking part in face to face or telephone or online interviews may have an 

indirect benefit on my psychological state by allowing me personal space to voice my concerns, 

express wishes, frustrations and reflect on past experiences.  

                                                                                                                                 

I consent to Lancaster University keeping written transcriptions of the interview for 10 years 

after the study has finished.  

 

I have been able to ask questions about the study, and these were answered in a way that I 

understand and am happy with.                                                     
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I understand that I can express my complaints or obtain further information about the 

study through contacting 

o Institutional Review Board Office, American University of Beirut, Tel: 961-1-350000 or 

374374, ext. 5445. Email. irb@aub.edu.lb   

o Prof Nancy Preston, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 592802; n.j.preston@lancaster.ac.uk 

o Dr. Yakubu Salifu, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 593722; y.salifu@ lancaster.ac.uk 

_____________________________________________________________________ 

 

 

I agree to take part in the above study.                  __________________________________ 

 

For low literacy or visually impaired participants a witness, independent of the research team, 

will be present to validate the form. 

 

Name of Participant________________________________  

Signature_________________________________________  

Date _____________________________________________ 

 

I confirm that the participant was given an opportunity to ask questions about the study, and 

all the questions asked by the participant have been answered correctly and to the best of 

my ability. I confirm that the individual has not been coerced into giving consent, and the 

consent has been given freely and voluntarily. 

 

Signature of Researcher /person taking the consent__________________________  

Date __________________   Day/month/year 

One copy of this form will be given to the participant and the original kept in the files of the 

researcher at American University of Beirut. 

 

 

 

mailto:irb@aub.edu.lb
mailto:n.j.preston@lancaster.ac.uk
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Appendix H 

                                                                                  
 

Informed Consent Form 

Caregiver 

 

Exploring Dignity in Chronic and Terminal Illnesses in Lebanon: Patients 

and Caregivers Perspective 

 
We are asking if you would like to take part in a collaborative research project between the 

American University of Beirut and Lancaster University, U.K., that explores personal dignity in 

patients and their caregivers with long term illnesses.  

Before you consent to participate in the study, we ask that you read the participant information 

sheet.  If you have any questions or queries before signing the consent form please speak to the 

principal investigator, Silva Dakessian Sailian via emailing sd61@aub.edu.lb or phone +961 01 

350000 ext. 5967.  

 

Please read each statement: 

 

I have received and understood the Study Information about the project: “Exploring Dignity in 

Chronic and Terminal Illnesses in Lebanon: Patients and Caregivers Perspective” 

 

I understand that I have been approached because the physician of my family member finds 

me suitable to participate in this study  

 

I understand that the project entails either in person interviews, or video calls or using a 

regular telephone that may last for thirty-sixty minutes.  

 

I understand that my participation is voluntary and whether I decide to take part will have no 

effect on my relationship or the relationship of my relative with the health care service or 

physician.                       

 

I understand that I am free to withdraw from the project at any time, or refuse to answer a 

question without any justification, and this will not affect my or my relative’s medical care or 

legal rights. 

                                                                                                  

 

          

mailto:sd61@aub.edu.lb
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I understand that my interview will be audio recorded or video recorded ( if  choose online 

platform) and then made into an anonymized written transcript stored securely at Lancaster 

University, UK and at the American University of Beirut. 

I understand that the interview will be video-taped or audiotaped as per my preference if it takes 

place using an online video call medium. 

I understand that if I feel anxious during the interview, I can stop the interview, and take a break. 

If I feel very upset, the researcher will be providing me information about community free 

service for psychological support. 

Most likely the interview will be carried while the caregiver is at home or workplace using a 

convenient online audio-video platform or regular telephone.  

I will try not to say names of institutions or health care staff members in the interview, and if I 

do the researcher will anonymize it and not include it in the research report.  

I understand that the information from my interview will be pooled with other participants’ 

responses, anonymized and may be published. 

I understand some anonymised quotes from the study may be used in reports and academic 

papers, but these will not be shared in other ways.  

I understand that once my data have been anonymized and incorporated into themes it might not 

be possible for it to be withdrawn after two weeks of data collection, though every attempt will 

be made to extract my data. 

I understand that the researcher will discuss data with their supervisor as needed. 

I understand any information I give will remain confidential and anonymous unless it is thought 

that there is a risk of harm to myself or others, in which case the researchers may need to share 

this information with local authorities and supervisors from Lancaster University.                               

I understand that the interview records will be monitored and may be audited by the American 

University Institutional Review board during the research, maintaining confidentiality. 

I understand that taking part in online or telephone interviews may have an indirect benefit on 

my psychological state by allowing me personal space to voice my concerns, express wishes, 

frustrations and reflect on past experiences.                                                                                                                           

I consent to Lancaster University keeping written transcriptions of the interview for 10 years 

after the study has finished.  
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I have been able to ask questions about the study, and these were answered in a way that I 

understand and am happy with.       

I understand that I can express my complaints or obtain further information about the 

study through contacting 

o Institutional Review Board Office, American University of Beirut, Tel: 961-1-350000 or 

374374, ext. 5445. Email. irb@aub.edu.lb   

o Prof Nancy Preston, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 592802; n.j.preston@lancaster.ac.uk 

o Dr. Yakubu Salifu, Lancaster University. Faculty of Health and Medicine- 

Department of Health Research, Tel: +44 (0)1524 593722; y.salifu@ lancaster.ac.uk 

 

For low literacy or visually impaired participants a witness, independent of the research team, 

will be present to validate the form. 

 

____________________________________________________________________________ 

 

I agree to take part in the above study.                                                   

 

Name of Participant________________________________  

Signature_________________________________________  

Date _____________________________________________ 

 

 

I confirm that the participant was given an opportunity to ask questions about the study, and 

all the questions asked by the participant have been answered correctly and to the best of 

my ability. I confirm that the individual has not been coerced into giving consent, and the 

consent has been given freely and voluntarily. 

 

Signature of Researcher /person taking the consent__________________________  

 

Date ___________    Day/month/year 

 

One copy of this form will be given to the participant and the original kept in the files of the 

researcher at American University of Beirut. 

 

 

mailto:irb@aub.edu.lb
mailto:n.j.preston@lancaster.ac.uk
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Appendix I 

Distress Protocol 
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Appendix J 

      

Topic Guide for Patients 

 

Interview stage Questions 

Introduction My name is Silva Dakessian Sailian and I am conducting research project as part of my PhD 
dissertation. My research topic is about dignity in patients and family members with illness. 

Consent to interviewing  

Consent to recording  

Background and contextual  Tell me about yourself, your age, work, family role… Would you mind me asking about 
1. Your illness 
2. When did you start feeling ill, how did you know, time of diagnosis… 
3. How long have you been visiting your doctor; how many times have you been in 

the hospital in the past year 
  

 

Definitional questions 

 

The researcher will use the term used by 

the patient to further explore the topic 

Dignity is often mentioned to be important in health care and for patients 
1. What does the term or the concept of dignity mean to you? What other terms or 

words would you use to describe it?  
2. How would you define personal dignity or understand it.  
3. Is it associated with particular places or people or stages in your life? Does it bring to 

mind images . . . or other words?  
4. Can you tell me about what are the qualities of having or preserving personal 

dignity? Or what meaning does it hold to you? 
 
I’d like to move on to your experience of dignity in your illness . . . and encounter with health 
care provides 
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Core Discussion using prompt and follow-

up questions 

 

 

1. How did the phenomenon of dignity change if any, with your ( or family member’s)  
illness experience? If so how, what was it related to? 

2. Can you think of a particular time when you experienced loss or almost loss of 
dignity in (or family member’s) illness experience (diagnosis, progression….)?  How 
did you feel? 

3. What about your encounters with the health care providers (in or outside hospital 
setting) did if effect your dignity or that of your family member? Did hospital 
admission or hospital context effect it? If yes, how?  

4. Whether there were any particular situations while in the hospital ward when you 
felt you lost, or could have lost, your “dignity” or word used by patient or family 
member. If yes, explore:  

5. What actions or experiences can you recall with nurses, physicians that challenged 
your dignity, or made you feel uncomfortable? 

6. What actions or experiences can you recall with nurses, physicians or other health 
providers that made you feel dignified? 

7. How did hospital staff affect the situation (did they make the situation better or 
worse), anything else that you would have liked staff to do in this situation. 

8. How did losing dignity or conserving it affect your wellbeing? How? 
9. Some studies say that dignity is related to the physical symptoms, presence of social 

support and personal characteristics of the individual, do you agree? To what aspect, 
please elaborate 

 
Closing the interview 1. What actions or advice would you recommend to health care providers, friends or 

family members that could conserve the dignity of an ill person? 
2. How do you think the occurrence of Covid-19 pandemic affected your perceptions 

on dignity and how it changed your interactions with health care services? 
3. Is there anything else that I didn’t ask and you want to inform me? Any burning issue 

that you would like to share with me? 
4. Thank the participant and ensure he/she is in good place and comfortable 
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Appendix K 

                                                                                                                  

Topic Guide for Caregivers 

 

Interview stage Questions 

Introduction My name is Silva Dakessian Sailian and I am conducting research project as part of my PhD 
dissertation. My research topic is about the understanding the meaning of dignity in 
patients with illness and their family members as well as factors influencing it. 

Consent to interviewing  

Consent to recording  

Background and contextual  Tell me about yourself, your age, work, family role… Would you mind me asking about 

4. How long have you been taking care of your relative, to what extent?  

5. How was your experience of caregiving till now?  

 

Definitional questions 
 
The researcher will use the term used by the 
patient to further explore the topic 

Dignity is often mentioned to be important element in quality health care for patients with 
advanced chronic or terminal illnesses 

5. What does the term or the concept of dignity mean to you? What other terms or 
words would you use to describe it?  

6. How would you define personal dignity or understand it?  
7. Is it associated with places or people or stages in your life? Does it recollect images 

. . . or other words?  
8. Can you tell me about what are the qualities of having or preserving personal 

dignity? Or what meaning does it hold to you? 
 
I’d like to move on to your experience of relative’s dignity in illness . . . and the encounter 
with health care provides 
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Core Discussion using prompt and follow-up 
questions 
 
 

10. How did the phenomenon of dignity change if any, with your family member’s 
illness experience? If so how did it change, what was it related to? 

11. Can you think of a time when your family member experienced loss or almost loss 
of dignity in his/ her illness experience (diagnosis, progression….)?  How did you 
feel? 

12. What about the encounters with the health care providers (in or outside hospital 
setting- with nurses, physicians etc.) did the interaction affect the dignity of your 
family member? Did hospital admission or hospital context affect it? If yes, how?  

13. Whether there were any situations while in the hospital ward when your family 
member lost, or could have lost, the sense of “dignity” or word used by family 
member. If yes, explore:  

14. What actions or experiences can you recall with nurses, physicians that challenged 
the dignity of your patient, or made him feel uncomfortable? 

15. What actions or experiences can you recall with nurses, physicians or other health 
providers that made your family member feel dignified? 

16. How did hospital staff affect the situation (did they make the situation better or 
worse), anything else that you would have liked staff to do in this situation. 

17. How did losing the dignity of your sick family member or conserving it affect 
his/her wellbeing? 

18. Some studies say that dignity is related to the physical symptoms, presence of 
social support and personal characteristics of the individual, do you agree? To 
what aspect, please elaborate 

19. How do you think an individual’s gender, marital status, education, employment, 
financial status, affect dignity, in what capacity? 

 

Closing the interview 5. What actions or advice would you recommend to health care providers, friends or 
family members that could conserve the dignity of an ill person? How do you 
preserve the dignity of your relative? 

6. Is there anything else that I didn’t ask, and you want to inform me about? Any 
burning issue that you would like to share with me? 

7. Thank the participant and ensure he/she is comfortable and well, 
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Appendix L 
Coding on Nvivo 
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Appendix M 
 

A 15-Point Checklist of Criteria for Good Thematic Analysis Process (Braun and Clarke, 2006) 

Transcription 1. The data have been transcribed to an appropriate level of detail, 
and the transcripts have been checked against the tapes for 
‘accuracy’. 

Coding 2. Each data item has been given equal attention in the coding 
process. 

 3. Themes have not been generated from a few vivid examples (an 
anecdotal approach) but, instead, the coding process has been 
thorough, inclusive and comprehensive. 

 4. All relevant extracts for all each theme have been collated. 

 5. Themes have been checked against each other and back to the 
original data set. 

 6. Themes are internally coherent, consistent, and distinctive. 

Analysis 7. Data have been analysed rather than just paraphrased or 
described. 

 8. Analysis and data match each other – the extracts illustrate the 
analytic claims. 

 9. Analysis tells a convincing and well-organised story about the data 
and topic. 

 10. A good balance between analytic narrative and illustrative extracts 
is provided. 

Overall 11. Enough time has been allocated to complete all phases of the 
analysis adequately, without rushing a phase or giving it a once-
over-lightly. 

Written report 12. The assumptions about ThA are clearly explicated. 

 13. There is a good fit between what you claim you do, and what you 
show you have done – ie, described method and reported analysis 
are consistent. 

 14. The language and concepts used in the report are consistent with 
the epistemological position of the analysis. 

 15. The researcher is positioned as active in the research process; 
themes do not just ‘emerge’. 

 

 

 


