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Introduction 

When I was a little girl, I was determined to be a nurse and to fulfil my education in 

The Netherlands – as did my parents. My plan was completed in 2006, following a 

steep professional and personal learning curve, as a result of which I became a more 

independent person. I graduated as a nurse, ready to meet challenges and conduct 

nursing care within the healthcare sector. I felt curious and eager for knowledge and 

was naturally also somewhat naive.  

I started my carrier on an oncology ward in The Netherlands and broadened my 

knowledge of different cancer diseases. It amazed me how certain simple cells could 

expand and harm people in such an awful way. What overwhelmed me most was to 

observe how people coped, knowing that their lives would be shorter than expected. I 

witnessed and participated in several conversations on an interpersonal and existential 

level, and found it both scary and fascinating.  

In Norway, I started working in the municipal healthcare service as a homecare nurse. 

During my 10 years in Enebakk municipality, I had the privilege of working with 

many skilful healthcare workers. I learned and also experienced failure, and my 

curiosity enabled me to meet people living with a life-threatening illness. After a few 

years, I undertook further training in oncology nursing and became a cancer 

coordinator. I also had the opportunity to lead a project, aimed at improving basic 

palliative care knowledge for all health workers in the municipality, and participated in 

several meetings and courses. This was partly because I had a fantastic leader, Hege 

Scott, who always believed in me and my somewhat impatient search for personal and 

professional growth.  

After my master’s thesis, I immediately embarked upon this project, within which 

Oscar Tranvåg had developed an excellent project plan. I was excited and humble, and 

was also rather apprehensive about entering this academic world. Now I am only glad 

for being where I am. Most of all, I am grateful for having had the opportunity to give 

a voice to older women suffering from incurable cancer, raising awareness of how 

healthcare professionals can meet their needs, by providing dignity-preserving care. 
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Abbreviations   

 

HCP1    Healthcare professional 

IC   Informal caregiver 

GP   General practitioner 

CC   Cancer coordinator 

HCPN   Homecare palliative nurse   

 
1 Being members of the healthcare services in the municipality, general practitioners (GPs), cancer coordinators (CCs) and 

homecare palliative nurses (HCPNs), will be defined as HCPs throughout this thesis when highlighting perspectives from all 

three professions. 
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Abstract 

Background: the global population is ageing rapidly and most older people are 

women. They live longer than men, report more illnesses and have a poorer health 

status. When living with incurable cancer, gender perspectives and dignity should be 

emphasized within the care for older women, so as to fulfil their complex needs.  

Aim: the aim of this project was to develop an empirical-theoretical model, based on 

the identification and documentation of experiences related to dignity and dignity loss 

among older women living with incurable cancer at home.  

Methods: this thesis comprises individual in-depth interviews, focus group interviews 

and participant observations with home-dwelling women, living with incurable cancer, 

ICs and HCPs. A hermeneutical methodology was chosen for this research project, and 

Katie Eriksson’s Theory of Caritative Caring was allocated as a theoretical foundation 

to interpret the findings.   

Results: the women experienced dignity when feeling valued as individuals, having a 

sense of control in life and living in safe environments, where they were able to remain 

hopeful and find meaningfulness. A flexible, organizational culture of care contributes 

to a functional, professional collaboration, facilitating HCPs to provide dignity-

preserving care for these older women. Dignity loss was identified when the women 

experienced a loss in terms of human value and the opportunity for self-determination. 

They experienced a sense of disconnection and alienation within their surroundings, 

when not being treated with gentleness and flexibility by others.  

Conclusion: being confirmed and recognized as a worthy human being, when 

experiencing suffering, results in the older women experiencing dignity. Having a 

sense of physical and existential control in life, was crucial to shelter human dignity. 

When being invited into a caring communion by HCPs, the women felt a sense of at-

homeness in safe and sheltered surroundings. Finally, when experiencing hope and 

dignity in their lives, they achieved optimal health and an inner peace when nearing 

end-of-life. On this basis, an empirical-theoretical Model of dignity-preserving care for 

older home-dwelling women with incurable cancer, has been developed.  
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1. Background 

Dignity-preserving care for older women living with incurable cancer at home is a 

complex matter, addressing several crucial perspectives that need to be explored. This 

chapter provides an overview of these perspectives. Firstly, we present women’s 

health and ageing internationally and, secondly, consider the perspective of women 

living with cancer in Norway, particularly within the context of women born and 

raised in Norway. Subsequently, women’s health and ageing are outlined in the 

historical and current Norwegian context, followed by a description of how end-of-life 

care is organized in Norway. Finally, the concept of dignity and the state of the art 

concerning care preserving dignity is presented.   

 

This thesis focuses on older women with incurable cancer nearing end-of-life, and we 

have, therefore, used the term ‘end-of-life care’ throughout this research project. 

However, ‘palliative care’ is a corresponding and a widely used term and will be found 

on occasions in this thesis, due to a certain overlap with the concept of ‘end-of-life 

care’. ‘Palliative care’ is also often used interchangeably with ‘end-of-life’ by HCPs. 

As palliative care is a broad term and may be assigned to a patient at the point of 

diagnosis until death, end-of-life care usually refers to the care provided during a 

patient’s final months of life, who has been diagnosed with a progressive disease, 

impaired functioning and more severe symptoms (Hui et al., 2013; Hui et al., 2014). 

End-of-life care is an essential component of palliative care and can also be considered 

as the period preceding a patient’s natural death from a process, upon which medical 

treatment is unlikely to have an effect. This often represents the last six months of a 

patient’s life (Lamont, 2005), which complies with this thesis’ target group, namely, 

older women living with incurable cancer at home and also outlines the challenges of 

determining when a patient is nearing end-of-life. A review from Huffmann and 

Harmer (2021) points out the challenges of defining the period of end-of-life. They 

state that improvements in healthcare, such as advances in medicine and the 

enhancement of the average length of life, have changed this trajectory. Thus, the end-

of-life period varies significantly from person to person.  
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1.1 Women’s health and ageing 

The rapid ageing of the population worldwide represents one of today’s most 

significant demographic changes, which has created major expectations within 

healthcare organizations. In particular, the group of people aged 65 years and older is 

considerable, due to an increase in life expectancy (World Health Organization, 2018). 

In this research project, we have defined ‘older women’ as females aged 65 years and 

above. However, there are challenges related to determining when a woman is older. 

There is a great difference worldwide in terms of the concepts of ‘age’ and ‘being 

older’. Firstly, on a biological level, ageing results in considerable molecular and 

cellular damage over time. For women, a reduction in bone mass and visual alertness 

are normal physiological changes and part of the ageing process. Moreover, with 

regard to all older people, a gradual decrease in physical and mental capacity, a 

growing risk of disease and, ultimately, death are all normal ageing processes. 

Secondly, socio-economic factors, such as living activities, income and access to 

healthcare greatly affect the way in which women experience ageing. Nevertheless, 

these changes are neither linear nor consistent and are only marginally related to a 

person’s age in number of years (World Health Organization, 2018). Therefore, we 

cannot make a clear distinction as to when an individual becomes an older person; 

however, we can lean upon well-known and reliable institutions, such as The United 

Nations (2020), who claim that 65 years and above may usually be considered as the 

age of older people.  

 

Within this group of older people, most are women, who globally live longer than 

men. Older women report more illnesses, have a poorer health status and experience a 

lower, health-related quality of life in later years than men (Baum et al., 2021; Rochon 

et al., 2020; Tannenbaum & Mayo, 2003). The reason for this discrepancy is complex 

and, in many cases, even unclear. In a study examining social, behavioural, biological 

and sex differences in mortality, Rogers et al. (2010) found a 62 percent unexplained 

gap in life expectancy between men and women in countries with varying national 

income and development levels. However, the explanations probably lie in both 

biological and social determinants, including dominant gender roles and practices. 
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Women have often worked in the home and may have lower pensions and benefits 

than men, as well as reduced access to healthcare and social services. Worldwide, the 

risk of poverty, combined with other conditions of older age groups, like dementia or 

cancer, increases the likelihood that older women will experience poor health (Baum 

et al., 2021; World Health Organization, 2015). Naturally, this requires a focus on 

women’s health and ageing and, optimistically, the perspective on women’s health 

globally has changed over the past decades. There has been a shift from a focus on 

sexual and reproductive female health to non-communicative diseases (NCDs); these 

diseases are now the greatest cause of death among women. NCDs are most notably 

cardiovascular diseases, cancers, respiratory diseases, diabetes, dementia, depression 

and musculoskeletal disorders (Peters et al., 2016; World Health Organization, 2015).    

 

Women have a different view on health and illness than men and seek healthcare-

related help more often (Thompson et al., 2016). MacLean and colleagues (2017) 

highlight cultural and gender norms as factors explaining the differences in this help-

seeking behaviour. Men are typically more reluctant and stoical, whereas women are 

more willing to consult their GP in relation to minor or trivial symptoms. Various 

studies highlight more gender differences in healthcare in relation to older women, 

such as having fewer interventions for secondary prevention of heart disease and 

stroke than men, and being more predisposed to anxiety, depression and physical 

symptoms that cannot be explained medically. Moreover, these studies indicate that 

women are seemingly more sensitive to pain (Racine et al., 2012; Saeed et al., 2017; 

World Health Organization, 2015). Thus far, the literature identifies a number of 

challenges relating to being an older woman with declining health. Before explaining 

these challenges further within the Norwegian context, it is necessary to present one of 

the NCDs, namely cancer, which represents the most significant cause of death 

globally and is one of the main issues within this project. 

1.2 Women living with cancer  

In 2020, an estimated 19.3 million people were diagnosed with cancer worldwide, of 

which 9.2 million were women (Sung et al., 2020). Immunity and genome distinctions 
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in gender are crucial for cancer epidemiology, and the cellular and molecular 

differences between women and men need to be considered with regard to cancer 

treatment and cancer prevention (Clocchiatti et al., 2016; Dorak & Karpuzoglu, 2012). 

Globally, women’s dominant types of cancers are breast, colorectal and lung cancers 

(Bray et al., 2018). More and more people survive cancer and are living longer with 

cancer-related challenges, as medical technology and cancer treatment improve (Foster 

et al., 2018; National Cancer Institute, 2021). However, cancer incidence and mortality 

are growing rapidly worldwide, and cancer is expected to rank as the leading cause of 

death in every country of the world in the 21st century (Bray et al., 2018). Worldwide, 

the estimated number of cancer-related deaths in 2020 was close to 6 million, within 

the age category of 65 years and older; regarding women in this age group, the number 

of deaths was 2.5 million (International Agency for Research on Cancer, 2019).  

 

As for the situation in Norway, close to 35,000 patients were diagnosed with cancer in 

2019, of whom 46.5% were women. The most frequent types of cancer affecting 

women in Norway in 2015-2019 were breast cancer, lung cancer, colon cancer and 

melanoma. Lung cancer is increasing considerably among women over 70 years, with 

an almost tenfold incidence increase since the early 1950s. In addition, the incidence 

of breast cancer has increased in the last 60 years, mainly as a result of the 

implementation of the Norwegian Breast Cancer Screening Programme, which started 

in 1996 and has facilitated the diagnosis of more women at an early stage. 

Furthermore, and of concern is the huge increase in melanoma and non-melanoma 

over the last two decades, especially among the oldest age group (Cancer Registry of 

Norway, 2020). A significant element of the sharp increase in cancers over the last 50 

years is also related to the fact that we live longer, have become numerous and the 

proportion of the older population is increasing (Cancer Registry of Norway, 2019). 

Despite this, more people survive cancer diseases, yet it is still the case that a 

significant number die of cancer each year. In Norway, 11,049 died of cancer in 2018, 

of which 5,218 were women (Cancer Registry of Norway, 2019). However, advances 

in treatments prolong the lives of many women, who also require comprehensive, 

long-term support (Ministry of Health and Care Services, 2020). This means that many 
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older women live longer and might experience physical, psychological and existential 

illness-related challenges, reducing their quality of life. Moreover, although the 

treatments of incurably ill women have intensified and have been improved 

significantly, approximately 25% will die within a period of five years following their 

diagnosis (Cancer Registry of Norway, 2020).  

1.3 Women’s health and ageing in Norway 

The rapid ageing of the population worldwide is also represented in Norway 

(Christensen & Syltevik, 2018; World Health Organization, 2018). The rising numbers 

of older people in Norway may be explained by the post-World War II baby-boom 

generation, who are now reaching retirement age (Eurostat Statistics Explained, 2020). 

In 2019, women in Norway had an expected life span of 84.7 years compared to men, 

with a life expectancy of 81.2 years. However, this differential is decreasing; the 

gender gap will be reduced to approximately three years by 2040. Notably, at the age 

of 60, the number of women and men is almost the same, and at the age of 85, there is 

an overrepresentation of women, among which the older age group comprises 

approximately twice as many women as men (Statistics Norway, 2018). 

 

Overall, women seem to live healthier lives than men in Norway (Statistics Norway, 

2018). However, according to the Global Burden of Disease Study from 2015, figures 

from Norway show that women tend to live with illnesses for a longer period of time 

than men, with women reporting more often that they are suffering from long-term 

health problems (Norwegian Institute of Public Health, 2017). To improve these 

health-related challenges for women in the most efficient way, adequate resources and 

an increased focus on individualized treatment, should be employed. This complies 

with a relatively recent report, summing up gender research in Norway (Kilden Gender 

research, 2018), which highlighted an increased number of older women in need of 

healthcare-related services now and in the future. The report further documents that 

many women in Norway suffer from complex and compound conditions, with most 

medical knowledge related to these conditions having been adapted to men’s health. 

As for medical treatment, this report shows that older people, in particular older 
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women, are at risk from the potentially inappropriate interactions of medication 

(Nyborg, 2017). The report also reveals that the quality of life for older women is 

considered vital, when living in their own homes. In particular, managing their own 

routines in everyday life has increased their sense of joy and accomplishment (Narum 

& Bergland, 2009). Furthermore, despite women’s vulnerability when getting older 

and living at home, there is a general expectation that they should still fulfil their 

caring role in their family and should spend time providing care for people within their 

surroundings (Breimo, 2014; Christensen & Syltevik, 2013; Holmås et al., 2016).  

 

Gender and age have been found to have an impact on the different municipal 

healthcare services provided. Older patients are, in general, less frequently referred to 

end-of-life care in the municipality than younger patients, and older women living 

with poor social networks and a low income, are often left out of this essential 

healthcare service (Ternstedt, 2015). Although Norway is considered one of the most 

gender equal countries globally, a number of challenges to gender equality remain 

(Women in Global Health Norway, 2020). One of these challenges is that HCPs in 

Norway lack knowledge on gender and women’s health, as these crucial themes are 

largely absent in the educational system (Kilden Gender research, 2020). To ensure 

quality in Norwegian healthcare services for older, home-dwelling women with 

incurable cancer, there is a need to increase the level of knowledge relating to the 

social and historical context of gender differences in the current context of women’s 

health in Norway.   

1.3.1 Historical context  

During the last few centuries, there has been a prominent development in women’s 

lives related to health, employment activity, education and marriage patterns. As a 

result of these changes and the period in which they were born, women in Norway 

today have different views and experience different conditions in life when getting 

older (Ministry of Health and Care Services, 1999). Throughout the 1800s, a woman’s 

body was viewed as an underdeveloped version of a man’s body (Johannisson, 1996), 

and being older was regarded as being in an inferior position in previous centuries. In 

the early 1800s, we identified the starting point of today’s older ageing group 
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increment, and ‘ageing’ was introduced in the medical literature (Christensen & 

Wærness, 2021). A Norwegian study examining the historical and cultural conditions 

of ageing from the 1800s and 1900s found that older people were viewed as weak and 

dependent, and were regarded as individuals without legal capacity (Bakken, 2014). 

Women, irrespective of age, were seen as primary caregivers for both older people and 

children, without gaining any recognition. Simultaneously, women reported poorer 

health and were, therefore, described as vulnerable and sickly. Remarkably, they 

seemed to need this role of being sick and vulnerable, as they did not occupy important 

positions in society otherwise (Ministry of Health and Care Services, 1999). This 

situation has partly retained its influence on today’s welfare state. However, an 

increasingly intensive labour market for both men and women has essentially 

stigmatized today’s role of a housewife (Christensen & Wærness, 2021).  

 

A confrontation within the women’s movement occurred in the 1970s. This was 

related to the way in which women were excluded from politics, the working 

environment, education and appropriate medical treatments, due to their biological 

history (Ryste, 2003; Kilden Gender research, 2020). In particular, typical women’s 

diseases, such as fibromyalgia, chronic fatigue syndrome and irritable bowel syndrome 

were characterized as vague, low-status illnesses, with little research having been 

carried out on these illnesses (Bergstrøm, 2013). However, fortunately, over the last 25 

years, significant improvements have taken place to include women’s health in 

Norwegian epidemiology (Schei & Rostad, 2015).  

1.3.2 Current context  

At present, the position of older women in Norway in 2021 is dramatically different 

compared to earlier centuries. A Norwegian governmental strategy plan (Ministry of 

Health and Care Services, 2016) presents a more educated population among the older 

women age group and there has been a shift from the image of older women as weak 

and passive, to resourceful individuals (Christensen & Wærness, 2021).  

A recent governmental reform entitled, ‘Live Your Whole Life’ focuses on this active 

older age group, currently enjoying good health and participating in the social 

community (Ministry of Health and Care Services, 2017). This reform presents 
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improved municipal healthcare measures, with the aim that all older persons should be 

able to continue enjoying their daily lives, even when health issues arise and 

healthcare services are needed.  

 

As for older women’s health, there is, however, still a need for increased knowledge 

related to biological and social differences in gender. Likewise, there is a need to 

spread and implement existing results from research into women’s health (Kilden 

Gender research, 2018). Furthermore, women’s roles within clinical research are more 

visible, as they participate to a greater degree by contributing to the development of 

more tailored treatment within healthcare services. However, this focus is on younger 

women, meaning that most older women are still omitted from research studies 

(Rochon et al., 2020). Concerning end-of-life care, a recent study, based on existing 

knowledge and research into women’s health in the UK largely found that gender 

issues in terms of patient care, research and policy had been unconsciously neglected 

(Gott et al., 2020). Although the two latter references are not related to Norway, we 

believe there are similarities within the Norwegian healthcare system. Additionally, it 

is of significant importance that existing, research-based knowledge on women’s 

health also reaches healthcare students. Despite the promises of governmental parties 

in 2019 to prioritize research on women’s health and to implement this into 

educational programmes (The Norwegian Directorate of Health, 2019), it seems that 

gender perspectives have not been defined in learning outcomes and plans and are 

dependent upon the interests and knowledge of each teacher (Kilden Gender research, 

2020). Against this background, there is a great need for knowledge concerning 

women’s health and ageing, despite most older women today being resourceful 

individuals. When becoming incurably ill, gender perspectives should be emphasized 

within the care for older women to fulfil their complex needs. This presupposes an 

increased demand on the organization of end-of-life care in Norway, as well as a 

greater responsibility on the HCPs when providing such care.  
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1.4 Organization of end-of-life care in Norway  

Norway is founded on the principles of universal access to healthcare. Municipalities 

are responsible for primary care and are required to offer healthcare services to all 

inhabitants, whereas the responsibility for specialist care and hospital services lies with 

the central government (The Commonwealth Fund, 2020). As for end-of-life care, we 

find a dualistic version in Norway. On the one hand, within primary care is the 

municipal homecare service, GPs, CCs and palliative units or ‘palliative beds’ in 

nursing homes. On the other hand, there are specialized hospital palliative care units, 

comprising both palliative care wards and palliative home teams (Johansen & Ervik, 

2018; The Norwegian Directorate Health, 2019). These two versions of organizing 

end-of-life care in Norway have different funding mechanisms, administrative, 

political and professional cultures, as well as various collaboration systems (Romøren 

et al., 2011).  

 

The Norwegian healthcare system is ranked highly internationally and is built on 

principles of equality for all citizens. The aim is to give all inhabitants, regardless of 

social or economic status, the same opportunities and access to healthcare services. 

Moreover, Norwegian municipalities have taken over the majority of the welfare 

state’s tasks from the government over the last 20 years and have a great responsibility 

to provide adequate healthcare services (Ministry of Health and Care Services, 2018; 

Ringard et al., 2013). Efforts to ensure equal access to healthcare services are, 

however, challenged by geographical variations, such as local healthcare structures, 

economic aspects and healthcare resources (Fiva et al., 2014). Importantly, a new 

restructuring process began in the mid-1900s, called New Public Management (NPM). 

NPM was intended to make the Norwegian healthcare services more efficient by 

adopting organizational structures from the business sector. This development resulted 

in more competition and a variety of new organizational forms. Even if the intention 

has been to promote good services, a problematic outcome has been identified, related 

to the overarching focus on efficiency, as it is difficult to observe or verify the quality 

of a service (Boe & Kvalvik, 2015). In 2012, the Norwegian Ministry of Health and 

Care Services (2008-2009) introduced a Coordination Reform, aiming for a stronger 
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multidisciplinary collaboration across different healthcare levels, in which patients 

should have a more explicit role. Norway appears to be hospital-centric among 

patients older than 65 years and has a high expenditure of patients dying with cancer 

(Bekelman et al., 2016). This may indicate that end-of-life care appears to be such a 

complex matter that most patients need specialized end-of-life care, when nearing 

death in Norway. However, it has also been identified that most oncologists at the 

hospital’s outpatient clinic strive to refer cancer patients to palliative care early in the 

disease trajectory and include the municipality in this process to ensure the patient 

receives professional end-of-life care close to home (Brenne et al., 2020). This will 

facilitate a greater requirement for end-of-life care in the municipality.  

1.4.1 Municipal end-of-life care 

In Norway, the 356 municipalities are at the lowest governmental level and are 

responsible for providing primary health care, long term care services, homecare 

services and social care provision (Saunes et al., 2020). The Health and Welfare 

Offices in the municipalities are responsible for the way in which local healthcare 

services are organized, whereas the healthcare system distributes the resources to the 

different types of services (Norwegian Ministry of Health and Care Services, 2011).  

Homecare services 

One of these services, a fundamental source of care for older, home-dwelling women 

with incurable cancer, is homecare services. This service is an essential part of 

Norway’s healthcare system and aims to ensure people remain at home for as long as 

possible. A key aim is also to reduce the number of unwanted and unnecessary 

hospitalizations. Moreover, among the group of older patients who require 

comprehensive homecare services, assisted living facilities or senior apartments, may 

be preferred and reasonable solutions (Munkejord et al., 2018). It appears, however, 

that it is rather challenging for the homecare organization to allocate fair services and 

to tailor these facilities to individual needs (Holm et al., 2017).  

 

Within the homecare services, HCPs have a great responsibility when providing end-

of-life care for patients and their families. The HCPs who see patients most often and 
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are directly involved with daily end-of-life care are registered nurses, healthcare 

workers and care assistants. HCPNs and oncology nurses are also part of the homecare 

services in many municipalities, having a postgraduate diploma in either oncology 

nursing or palliative nursing – often holding an expert role (Lie, et al., 2018). To 

ensure the correct level of end-of-life care for home-dwelling patients, Danielsen et al. 

(2018) identified certain conditions that should be present in the homecare service 

team. There is a need for flexibility in shift plans and working lists, as well as a ‘silent 

agreement’ among HCPs to help and support one other when a patient’s death is 

imminent. Without this flexibility, an increased possibility of the patient being 

admitted to the hospital was identified. To avoid such re-admissions and to strengthen 

and support the 24/7 care given, collaboration between HCPs in the homecare services, 

GPs and CCs is crucial. GPs and CCs are further described as key professionals within 

end-of-life care in the municipality and will be presented in the following sections.  

 

General practitioner 

GPs have a vital role in providing general end-of-life care to home-dwelling, older 

women and have the advantage of a long-term relationship with patients and their 

families (Almaawiy et al., 2014; Ko et al., 2014; Danielsen et al., 2018; Kjellstadli et 

al., 2020). Each GP is responsible for a number of patients in the municipality, which 

is regulated in the patient list system, introduced in Norway in 2001 (Regulations of 

the Regular GP’s Scheme, 2012). In this system, the GP has an overall coordinating 

responsibility for care and treatment in the healthcare system (Romøren et al., 2011). 

For patients with cancer, the GP has an important role in understanding and exploring 

symptoms, treatments and side effects. The need for contact with the GP usually 

increases if the cancer progresses and the patient is nearing end-of-life. Psychosocial 

care and supporting patients and their families, as well as being a mediator between 

the patient and specialist care are crucial tasks (Holtedahl et al., 2018).  

Cancer coordinator 

In terms of key professionals within end-of-life care, Lie and colleagues (2018) 

present the role of the CC, also having specific responsibility for cancer patients and 

their families within the municipality. The CC is a nurse with a post graduate diploma. 
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He or she has a dependent function, assisting in coordinating and facilitating 

individual care for cancer patients, and fulfilling a collaborative and interdisciplinary 

role in the municipality (Lie et al., 2019). The overarching aim of the Norwegian 

Cancer Society (NCS) is to ensure that all Norwegian citizens have access to the 

service provided by a local CC, irrespective of whether they live in a big city or in 

outlying areas. In 2019, 70% of Norwegian inhabitants had this opportunity 

(Norwegian Cancer Society, 2020). The CC role is highly diversified across Norway, 

due to the NCS, who assigned the municipalities the responsibility of developing and 

implementing the CC position, in accordance with its context and needs (Syse & 

Moshina, 2015; Melby et al., 2017). Consequently, most CCs described the 

establishment of their role as ‘pioneering work’, which was surprisingly lonely and 

self-sufficient, while fulfilling a demanding position (Lie et al., 2019). Furthermore, 

several CCs experience a lack of understanding of their role from other HCPs, both in 

the municipal healthcare system as well as in specialized care. They also experience an 

enormous workload, not being defined in priority areas, with a broad range of potential 

tasks. However, despite the challenges, the uniqueness of the CCs lies in their 

autonomous work, determining how they can best help cancer patients and their 

families (Lie et al., 2019). In particular, when patients decide to die at home, the CC’s 

guidance and expertise are essential.    

1.4.2 Dying at home 

Among the general population worldwide, most people prefer a home death, and 

around 80% of patients do not change this preference despite the progression of an 

illness (Gomes et al., 2015). There is considerable country variation with regard to 

death, often explained by the way in which each country organizes end-of-life care and 

its healthcare resources (Cohen et al., 2015; Kjellstadli et al., 2018). The proportion of 

people dying at home ranges from 12% to 60% in Europe (Abel et al., 2013; Gomes et 

al., 2013; De Roo et al., 2014) and as for patients with incurable cancer in Norway, 

12.4% died at home in 2019. This has been a gradually decreasing trend for many 

years (Norwegian Institute of Public Health, 2019). From the same source, statistics 

show that 33% of cancer patients died in hospital and 52% of all patients with 

incurable cancer died in other institutions, mainly in nursing homes.  
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Irrespective of the low number of patients dying in their homes in Norway, the concept 

of ‘home’ is crucial for older people. It is a place where many have lived for years, 

where they have their routines and feel safe. Despite worsening health, many older 

people strive to remain in their homes (Munkejord et al., 2018). Shepperd et al. (2016) 

have reported in a review that patients receiving end-of-life care at home felt more at 

peace during their last days of life than patients who died in hospital. Importantly, the 

level of grief among family members, was found to be less intense when the patient 

died in his/her home.  

 

On the other hand, the home has become an unsafe place for some, when feeling 

anxious and lonely. This has been found in different studies revealing the complex 

reality of caring for older people in their home when nearing end-of-life (Aoun et al., 

2016; Kjellstadli, 2020; Hov et al., 2021). To fulfil patients’ wishes and to create 

comfortable and safe conditions, there is a need for several elements to be optimized; 

an early discussion of the patients’ and ICs’ preferences, a pro-active GP making home 

visits, as well as policymakers implementing comprehensive end-of-life care at home 

(Gomes et al., 2015; Danielsen et al., 2018). Consequently, if the these elements are 

not enhanced, a crisis in the home of the patient and the caregiver may occur. A crisis 

could then result in re-submission or an undesired death in hospital (Gomes et al., 

2015; Knighting et al., 2016). Therefore, it is essential to increase knowledge 

concerning end-of-life care at home, as experienced by patients, ICs and HCPs. In this 

project, we focus on dignity-preserving care as an important source for meeting the 

needs of older, home-dwelling women, living with incurable cancer at home.  

1.5 Dignity 

It is important for HCPs to address suffering extensively and to bolster the sense of 

dignity for older women who live in their own homes. To do so, this requires 

professional end-of-life care and an interest and desire to know the person you care for 

(Franklin et al., 2006; Aoun et al., 2016; Oosterveld-Vlug et al., 2014). However, what 

is dignity, and how can we incorporate this complex concept into healthcare services? 
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Despite the intricacy, the concept of dignity is a value philosophy and can be 

operationalized to articulate values, define goals, promote policies and defend services 

(Brennan, 2014). Pullmann (1999) also emphasizes the philosophical view of dignity, 

stating that basic human dignity is ascribed to all humankind, irrespective of colour, 

class or creed. Several international organizations acknowledge dignity as a crucial 

need, a fundamental right and an inherent quality of every human. As an important 

foundation for the Declaration of Human Rights, The United Nations (1948) 

emphasize that all human beings have an inherent dignity. In addition, the Declaration 

on the Promotion of Patients’ Rights in Europe (World Health Organization, 1994) 

highlights the patients’ right to be treated with dignity, while the Universal Declaration 

on Bioethics and Human Rights promotes human dignity and respect, related to 

bioethical principles (UNESCO, 2005). Furthermore, the ICN Code of Ethics for 

Nurses (ICN, 2012) underlines how the preservation of dignity is an essential part of 

caring. In Norway, the ethical guidelines for nurses (the Norwegian Nursing 

Association, 2019) accentuate similar crucial perspectives, aimed at preserving 

dignity, stating that the basis of all caring is founded upon the inherent dignity of all 

human beings. For GPs, the World Medical Association (2018a) declares that within 

‘The Physician’s Pledge’ the autonomy and dignity of each patient should be 

respected. 

 

A political regulation entitled, The Dignity Guarantee of Elderly Care came into force 

in 2011 in Norway (Ministry of Health and Care Services, 2010). According to this 

regulation, the Norwegian health and care authorities should encourage all 

municipalities to guarantee their citizens a meaningful life and a dignified death, in 

line with their individual needs and preferences. Two more recent governmental 

reports in Norway (Ministry of Health and Care Services, 2017, 2020) underline the 

concept of dignity as being one of the leading, value-based principles in the future care 

of patients. The reports emphasize that each human being should be listened to and his 

or her wishes respected when nearing end-of-life. 

 

Concerning dying with dignity, Chochinov et al. (2002; 2005; 2011) reveal that 

subjective dignity can be experienced within the end-of-life phase. They developed a 
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psychological intervention, a ‘Dignity Therapy’, to assist people dealing with the 

imminent end of their lives, giving them opportunities to talk about complex issues. 

Several other perspectives of dignity have been identified when exploring the view of 

dignity-preserving care. Nordenfelt (2004) has developed a theory that describes four 

varieties of dignity; the first perspective concerns dignity linked to human-dignity 

(Menschenwürde) and the inner sense of dignity. Humans experience this type of 

dignity solely by being human. Secondly, dignity of merit deals with a person holding 

a special role or status. This type of dignity can come and go, for instance, when being 

recognized by others for something you have achieved. Thirdly, dignity of moral 

stature is attached to human beings earning value by good deeds. An example might 

be representing the resistance during the Second World War. The last perspective 

concerns dignity of identity, anchored in personal autonomy, integrity and self-respect. 

This is related to feelings of being valued or not valued, as disrespect of others can 

violate a person’s feelings and their sense of dignity. Clearly, Nordenfelt states that 

people who attain high office and demonstrate good morals, deserve respect. However, 

an appeal to Menschenwürde could be said to override particular respect for merit or 

moral stature, in so far as the nursing practice is concerned (Gallagher et al., 2008). 

Gallagher argues that human dignity does not only mean acknowledging someone or 

something worthy. We need to go further and say that we must preserve and engage 

with worth or dignity, which means that nurses need to understand the circumstances 

that promote or violate dignity (Gallagher, 2009). When dignity is applied to 

healthcare, Jacobsen’s (2007) awareness of the epistemological fundament is also 

important. Her review of ‘Dignity and Health’ has an interprofessional perspective. 

She describes two perspectives of dignity: human dignity, which belongs to every 

human being as a universal quality of value and cannot be destroyed, and social 

dignity, generating the interactions between and amongst individuals and societies. 

The last perspective may be divided into two types: dignity-of-self; the quality of self-

respect and self-worth, and dignity-in-relation; the ways in which respect and worth 

are conveyed through individual and collective behaviour, respectively (Jacobson, 

2009). Considering the fundamental view of dignity, the Finnish theorist, Katie 

Eriksson (1996), directed her research towards the ontological perspective of human 
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nature. She argues that each individual has an inherent, absolute dignity. Absolute 

dignity is undeniable and is granted by virtue of being human, while the term relative 

dignity relates to concepts of self-worth and the experiences of human values in 

relation to others. Relative dignity is modifiable and can increase through the support 

and confirmation of others and can be torn down by violation (Eriksson, 1994, 1996, 

2018; Lindström et al., 2018).  

 

The previous section has shown a variety of national and international strategies, 

concerning the implementation of the concept of dignity. Despite this wide range of 

descriptions, there is a lack of consensus regarding the conception of dignity, as well 

as a critique arguing the vagueness of this concept (Billings, 2008; Gallagher, 2011). 

However, it seems to be generally accepted that dignity is a crucial element, defining 

‘being of value or worth because of the presence of some necessary characteristics’ 

(Gallagher et al., 2008). Interesting are the arguments of Baillie et al., (2008) who 

claim that dignity is not just the responsibility of HCPs, it is also a governmental 

obligation. They state that a paradox exists in which, on the one hand, the government 

does not accept undignified care but on the other hand, allows targets that are 

inherently undignifying. Such governmental principles and guidelines cannot 

guarantee older, home-dwelling women dignity-preserving care, neither can 

researchers promise changes when identifying this topic broadly. However, we can 

send clear signals to prioritize the conditions for dignity as a basis for the future care 

of this patient group. Therefore, we argue that governmental plans, both national and 

international, should be supplemented by crucial sources from research, providing 

direction for dignity-preserving care for older, home-dwelling women living with 

incurable cancer.  

1.5.1 Dignity-preserving care – a review of the literature 

I conducted several systematic literature searches between June 2018 and August 

2021. Combining the search terms ‘dignity’ and ‘end-of-life care’, published between 

January 2010 and August 2021, gave me a detailed insight into the research relating to 

care, which preserves dignity among people nearing end-of-life. Considering the aim 

of the study to a greater extent, I searched for studies that would help me explore the 
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perceptions of dignity within end-of-life care, from the perspective of older women 

living with incurable cancer at home. Additional search terms used were ‘personhood, 

terminal care/ill, palliative care, death/dying, home, cancer/neoplasm’. 

 

A growing body of literature reveals that there are many research studies concerning 

dignity in the context of palliative and end-of-life care. Appendix 1 presents an 

overview of articles, based on both qualitative and quantitative studies, although 

primarily qualitative studies, describing the perspective of patients living with an 

incurable illness. The context of municipality care is found in two reviews, in which 

dignity was explored from the view of community nurses (Johnston et al., 2015; 

McIlfatrick et al., 2017). The reviews emphasize the home of a patient as a complex 

setting, both to fulfil the needs of patients in need of palliative care and for nurses who 

may not feel equipped to address and ensure dignity in end-of-life care. When 

searching for ‘dignity’ in combination with ‘cancer’ we found an integrative review, 

highlighting how patients with cancer experience dignity. As this diagnosis and its 

treatment can be associated with a prominent issue of loss of dignity, we found that 

coping strategies should be fostered to control the physical and psychosocial factors 

threatening their sense of dignity (Xiao et al., 2021). To my knowledge, no studies 

explore the perspectives of older women, who have an incurable cancer diagnosis 

related to dignity and end-of-life care.  

 

The literature further reveals a great degree of heterogeneity in the exploration of 

dignity, however, also some common components. First and foremost, several studies 

highlight that dignity is an ambiguous concept with many aspects relating to end-of-

life care, as well as a subjective term comprising individual interpretations (Guo & 

Jacelon, 2014; Johnston et al., 2015; Choo et al., 2020). They suggest a more 

individual exploration of dignity-based care and stress that the promotion and 

maintenance of dignity are also important beyond palliative care. This means that 

dignity should be adapted within research for patients living with all types of 

diagnoses, and at all stages, from the moment of diagnosis until death. Another general 

outcome of the literature review, emphasizes the importance of a person’s sense of 

autonomy and control in life. This is linked to the patients being able to facilitate their 
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daily living and make their own decisions in life, when experiencing loss of 

functionality (Guo & Jacelon, 2014; Johnston et al., 2015; Harstäde et al., 2018; Choo 

et al., 2020; Xiao et al., 2021). According to Rodriguez-Prat et al. (2016), dignity is 

understood as the desire for self-determination and the desire for control over the 

dying process. Related to this process, correct symptom control and the relieving of 

distress are described as crucial promotors for the patient to experience the meaning of 

dying with dignity (Östlund et al., 2011; Guo & Jacelon, 2014; Johnston et al., 2015; 

Harstäde et al., 2018; Östlund et al., 2019).   

 

Several studies have utilized the Chochinov Model of dignity, also called Dignity 

Therapy (DT) or Dignity Care Intervention (DCI), a psychotherapeutic intervention for 

people facing serious illness (Fitchett et al., 2015). This intervention has also been 

adapted to a Swedish context, with the aim of encouraging nurses to provide quality 

palliative care and to strengthen a person-centred care that will conserve patients’ 

dignity (Östlund et al., 2011; Harstäde et al., 2018; Östlund et al., 2019). These studies 

present ‘care actions’ or suggestions to preserve dignity in relation to certain issues, 

which is similar to themes and concrete findings from all studies in this literature 

review. Examples of care actions include listening to patients and taking them 

seriously, providing the correct information and advice, relieving symptom distress, 

facilitating daily living and including patients in decision-making processes (Östlund 

et al., 2011; Harstäde et al., 2018).  

 

In general, the importance of existential concerns and the experience of a sense of 

meaning and hope was identified in several studies (Guo & Jacelon, 2014; Fitchett et 

al., 2015; Choo et al., 2020). For patients nearing end-of-life, spiritual support was 

regarded as crucial from HCPs and their family, related to both religious questions and 

planning for their future with a degree of hope (Xiao et al., 2021). The studies further 

state that dignity-preserving care should respect patients’ human autonomy to 

strengthen their sense of hope, acceptance and self-worth. Another vital aspect of the 

experience of dignity is the patients’ connectedness with their family and friends. A 

number of studies draw attention to the importance of the family in constructing the 

patients’ sense of dignity (Guo & Jacelon, 2014; Fitchett et al., 2015; Xiao et al., 
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2021). Choo et al. (2020) illustrate how patients longed to develop emphatic bonds 

within their social networks for empowerment and support, and how this was found to 

safeguard their dignity. On the other hand, familial dimensions also result in a great 

responsibility for ICs, as well as distress for the patient, when worrying about being a 

burden to others in various ways (Johnston et al., 2015). Therefore, as found in Guo 

and Jacelon (2014), the closest family members should also be included when 

discussing physical, psychological and spiritual support for dying patients.  

 

In summary, this review of the literature shows a repeated emphasis on the importance 

of being respected as a human being, including the maintenance of one’s autonomy, 

control, self-worth and acceptance in life. However, the literature also repeatedly 

reports that these values are often violated (Rodríguez-Prat et al., 2016; Harstäde et al., 

2018; Choo et al., 2020; Xiao et al., 2021). Nonetheless, there should be an increased 

focus within healthcare policies to promote the provision of dignity in end-of-life care, 

as well as highlighting that dying with dignity is a human right (Guo & Jacelon, 2014). 
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2. Rationale of the thesis 

With the rapid ageing of the population worldwide, most of these individuals are 

women. Women live longer than men, report more illnesses, have a poorer health 

status and experience a lower, health-related quality of life in later years. As for older 

women with cancer, 75% have a five-year relative survival rate and live longer with 

cancer-related challenges (Cancer Registry of Norway, 2020). Consequently, this may 

lead to older women having multiple and complex symptoms and experiencing 

suffering affected by their illness, which requires high-quality end-of-life care of an 

interdisciplinary nature. This warrants sufficient healthcare resources, recognizing 

gender differences, the correct alleviation of symptoms, as well as respectful and 

supportive care (Baum et al., 2021; Cain & Denny, 2018; Miller & Nevadunsky, 2018; 

National Cancer Institute, 2021; Torre et al., 2017).  

 

As an important foundation for the Declaration of Human Rights, The United Nations 

(1948) emphasizes that all human beings have an inherent dignity. Other international 

organizations acknowledge this view by highlighting dignity and respect as qualities 

and crucial needs for every human being (UNESCO, 2005; World Health 

Organization, 1994). For both nurses and physicians, The International Council of 

Nurses ICN (2012) and World Medical Association (2018a) confirm that dignity-

preservation is a core aspect of treatment and caring ethics. In the Norwegian context, 

ethical guidelines for nurses accentuate similar crucial perspectives to preserve 

dignity, stating that the basis for all caring is founded upon the inherent dignity of all 

human beings (Norwegian Nursing Association, 2019). This is in line with the Dignity 

Guarantee, a regulation aiming to encourage all Norwegian municipalities to ensure 

that their citizens have a meaningful life and a death with dignity, in accordance with 

their individual needs and preferences (Ministry of Health and Care Services, 2010). 

Moreover, the Norwegian legal system underlines that healthcare services should 

respect and safeguard the individual patient's integrity and human dignity (Norwegian 

Ministry of Health and Care Services, 2011; Patient and User Rights Act, 2001). 
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Despite an expanded knowledge and interest in women’s health, little is known about 

older women living with incurable cancer in their home. There is still a 

disproportionate number of women included in medical research worldwide, showing 

that women’s health and disease have long been ignored. Therefore, to improve 

women’s health in Norway and worldwide, there is a need for adequate resources to be 

distributed as well as an increased focus on clinical research (Rochon et al., 2020). As 

previously mentioned, receiving dignity-preserving care is a human right and should 

be adapted to patients irrespective of their dwelling. However, organizational 

conditions, as well as HCPs attitudes and principles may influence experiences leading 

to dignity and dignity loss for older women. Therefore, both national and international 

policies should be supplemented with research-based knowledge and an increased 

understanding of sources, leading to a dignity-preserving care practice for older, 

home-dwelling women.  

2.1 Aims of the thesis 

The overall aim of this project is to identify and document experiences related to 

dignity and dignity loss of older women, living with incurable cancer at home. Against 

this background we will develop an empirical-theoretical model of dignity-preserving 

care for this female patient group. We explore this aim from the perspectives of three 

crucial sources, namely, from the perspective of 1) the older women themselves (study 

I); 2) the ICs of older women (study II) and 3) the HCPs who include GPs, CCs and 

HCPNs (study III). The following research questions were addressed:  

Study I: How can dignity experiences of older women living with incurable cancer at home 

be preserved? How do older women, living with incurable cancer at home, describe their 

experiences leading to dignity loss?  

Study II: How do ICs perceive sources related to dignity and dignity loss of home-dwelling, 

older women with incurable cancer nearing end-of-life?  

Study III: How do GPs, CCs and HCPNs perceive value-based principles and organizational 

conditions of dignity-preserving care for older, home-dwelling women with incurable cancer?   
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3. Ontological perspective 

An ontological perspective relates to the nature of reality and its characteristics. As 

researchers, it is crucial to document the ontological foundation on which the research 

is based, when searching for a deeper understanding of a phenomenon under 

investigation (Creswell & Poth, 2018, pp. 18, 20). My supervisors and I needed to 

position ourselves in relation to the subject of the enquiry, the research questions to be 

explored and the data collected for interpretation. According to Eriksson and 

Lindström (2009) caring is the core of nursing as a profession and the subject matter of 

caring science, which aims to promote health, alleviate suffering and protect patient’s 

dignity. This corresponds to our interpretation of nursing care. Thus, to understand the 

empirical data collected throughout this research project, we found Katie Eriksson’s 

Theory of Caritative Caring to be valuable as a theoretical foundation. This theoretical 

foundation consists of several crucial concepts, and some of these will be presented 

here.   

3.1 Katie Eriksson’s Theory of Caritative Caring  

Katie Eriksson is a pioneer within nursing and caring science in the Nordic countries 

and started her scientific career in the 1970s (Lindström et al., 2018). Her Theory 

of Caritative Caring represents a non-medical paradigm, concerning the phenomena of 

nursing and the nursing care process. Caritas, means ‘love and charity’ and constitutes 

the motive for all true caring (Eriksson, 2002, 2006; Lindström et al., 2018; 

Fagerström et al., 2020). According to Eriksson, this is seen as a core foundation and 

endeavour of caregiving, aimed at preserving dignity among patients living with an 

incurable illness. Caring for these patients involves a will to utilize and mediate faith, 

hope and love (Lindström et al., 2018; Fagerström et al., 2020). 

 

In Eriksson’s later career, the nursing process became the Caring process which began 

a search for the wholeness and unity of caring (Näsman, 2020). Since Eriksson’s 

perspectives of caring are general and do not view this science as profession-oriented, 

her theory has proved to be applicable in all caring contexts. Hence, she emphasizes 
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the importance of medical doctors studying caring science to achieve a genuine 

interdisciplinary collaboration (Lindström et al., 2018), which also includes GPs as 

study participants within this research project.  

 

Within Eriksson’s perspective of caring, ethos is a core concept and a core value of all 

human beings. Ethos becomes ethics in practice through relational interactions with 

others (Eriksson, 1995); when considering ethics and health ontologically, ethos 

constitutes values that have been formed through culture and history. It refers to our 

habits and the way in which we do things, discussed in terms of moral norms and 

principles (Eriksson, 2003; Östman et al., 2019). Another central concept in the 

caritative caring theory is caring communion, which underlines the important context 

of caring and is determined as a form of intimate connection that characterizes caring. 

Being part of the caring communion means creating opportunities for one other, 

uniting and tying each other together, making caring significant (Lindström et al., 

2018). To enter the caring communion, an invitation from another is required. 

Eriksson uses the concept of invitation as an act that occurs when the carer welcomes 

the patient to the caring communion, a place where the patient can rest, experience 

hospitality and where the patient’s appeal for charity meets a response (Lindström et 

al., 2018). Importantly, the responsibility for this invitation lies with the carer. 

Eriksson claims that being present in a caring situation is an act of ethics, as one 

obliges oneself to see, hear and witness the needs of the suffering human being. As 

formulated in her mantra of caring ethics, “I was there, I saw, I witnessed, and became 

responsible” (Eriksson, 2013, pp. 70), Eriksson clearly portrays this ethical obligation 

and substantial responsibility within caring, promoting the good and resisting the evil 

(Eriksson, 2002; Nåden & Eriksson, 2000; Lindström et al., 2018). 

 

3.1.1 The suffering human being 

In this research project, the suffering human being is anchored in Eriksson’s 

ontological foundation of caring science (Eriksson, 1992a, 2006; Lindholm & 

Eriksson, 1993). According to Eriksson (1987), health and suffering are inseparable 

parts of being human. The human being is seen as an entity of body, soul and spirit, 
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and health applies to the concepts of wholeness and holiness (Lindström et al., 2018). 

We might think that health and illness are opponents, however Eriksson (2006) asserts 

that not illness, but suffering is the opposite of health. Suffering is the primary 

category of all caring, and if all suffering were removed from the world, nursing care 

would not be necessary (Fagerström et al., 2020). Eriksson emphasizes three different 

forms of suffering: suffering related to illness, suffering related to care and suffering 

related to life. Firstly, suffering related to illness concerns the experience of illness and 

treatment, where for example, physical pain captures a human’s attention. According 

to Eriksson this form of suffering is a unique isolated experience and is not 

synonymous with pain (Eriksson, 1984, 1992b, 1994). Secondly, suffering related to 

care is the most usual source of dignity-violation in the patient-carer interaction. This 

is a form of suffering affected by uncaring attitudes and the behaviours of caregivers, 

having restricted awareness or lack of knowledge, preventing them from bringing the 

patient’s wishes and needs to the forefront (Eriksson, 2006; Lindström et al., 2018). 

Thirdly, suffering related to life concerns one’s own unique life in which all aspects of 

being human are involved. This form of suffering is also related to circumstances 

disturbing the rhythm of life and situations threatening the safety in everyday living. 

Aspects associated with suffering related to life are feelings of loneliness, questions 

concerning the meaning of life and the living through various phases of life changes, 

due to developmental stages and life events (Näsman, 2020). Finally, when caring for 

suffering human beings, HCPs are presupposed to use their greatest sensitivity. As 

Eriksson (Lindström et al., 2018) emphasizes, a suffering person must receive 

confirmation of his or her dignity as a person.                                                    

3.1.2 Human dignity; serving with love for another 

According to Eriksson (1996), dignity is a core concept describing the nature of human 

beings. She states that “human dignity means accepting the human obligation of 

serving with love” (Eriksson, 2001, p. 76). A person experiences dignity and a sense of 

mission in the purpose of serving or existing for another person, and the deepest 

motive in all caring involves respect for the absolute dignity of each human being 

(Eriksson, 2001; Naden & Eriksson, 2000). This brings me to present two forms of 

human dignity within the basic ethos concept of caritative caring (Eriksson, 1996; 
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Edlund, 2002): absolute and relative dignity. Absolute dignity is an inherent and 

inviolable part of the human being, granted through creation and can neither be called 

into question nor be taken away. Relative dignity on the other hand, is a modifiable 

form of dignity that can both increase through the support and confirmation of others 

and can be torn down by violation, thus influenced by external contexts and cultures. 

Eriksson (1996, 2006) further divides relative dignity into inner and outer parts. Inner 

dignity refers to the internal freedom of human beings, enabling them to relate to 

themselves and their situation, while outer dignity characterizes a bodily and external 

dimension. Therefore, one might say that the source of personal worth is based upon 

its inner value and outer surroundings, surroundings being the place in which a person 

resides – one’s living space – that has substantial meaning.  

3.1.3 The search for health promotion within three living spaces 

Eriksson (1987b, 2018) presents the theoretical concept of living space of the human 

being, constituting a foundation for movements in health processes while searching for 

health promotion. To ensure emotional safety and experience dignity in the place in 

which you reside, three different living spaces should be optimized. Firstly, in 

the physical living space, Eriksson (2018) highlights the primary functions in life to be 

enhanced, concrete situations found to be dignity-preserving in a safe and caring 

physical environment. Yet, Eriksson uses the term caring culture instead of 

environment and contexts, which characterizes the total caring reality founded upon 

cultural elements such as traditions, rituals and basic values (Lindström et al., 2018). 

Secondly, the psychosocial living space concerns relationship interactions between 

human beings. When experiencing the power of a caring relationship in this living 

space, human beings feel confirmed and recognized. Thirdly, within the last living 

space, known as the existential living space, Eriksson (2018) emphasizes experiences 

on a spiritual, cultural and aesthetic level. On this level, inner thoughts, wishes and 

hopes are given the necessary space to promote a meaningful life. In summary, human 

beings live their lives in a vast living space that is composed of three smaller living 

spaces, in which they reside during life. These living spaces reflect on and highlight 

contextual life circumstances that might obstruct the movement between the different 

human living spaces, leading to experiences of dignity loss. (Eriksson, 2010; 
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Rydenlund, 2012). Being incurably ill, and in need of support from a variety of 

healthcare services, is an example of such life circumstances affecting a patient’s 

living space. In this context, it is also important to acknowledge that each person has 

individual boundaries and potential capacities to achieve optimal health (Eriksson, 

2018). As for the ontological caring perspective, this achievement of optimal health is 

conceived as a developing movement towards a deeper wholeness – a forward-moving 

motion to fulfil one’s potential in life (Rydenlund, 2012; Lindström et al., 2018).  
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4. Methods 

In this chapter, I will first introduce the epistemological foundation and study design 

within the constructivist paradigm. I will then describe Gadamer's philosophical 

hermeneutics (2010), determined to be a suitable methodology for this research 

project, as the main objective of this thesis is to explore people's experiences related to 

a phenomenon. Subsequently, in line with the philosophical hermeneutics, the 

researchers' pre-understanding will be thoroughly examined before the process of user 

involvement in the project is described. Finally, I present all three studies separately 

and give an account of the ethical considerations related to this project.  

4.1 Epistemological foundation and study design 

As Creswell and Poth (2018) maintain, epistemology is a philosophical assumption, 

referring to what counts as knowledge and how the researcher perceives reality, as 

well as how the researcher understands and learns about various phenomena. In this 

project, we turn the world into a series of representations by utilizing participant 

observations and interviews. Guiding us in this process, our study was grounded on the 

constructivist paradigm. This means that reality is not settled in advance, but rather 

exists within a context in which many constructions are possible (Polit & Beck, 2017). 

The constructivist paradigm is well suited to research concerning health-related 

questions and indicates that the enquiry process itself is important, focusing on 

people’s lived experiences, understood as being located in a particular socio-historical 

context, rather than existing as a collection of external ʽfactsʼ (Guba, 1990; Labonte & 

Robertson, 1996). Moreover, within the constructivist paradigm, knowledge is 

maximized when the distance between the researcher and the participants is 

minimalized; subjective interactions are of crucial importance in accessing and 

understanding the phenomenon of interest (Polit & Beck, 2017). To increase a deeper 

level of understanding and nuances within dignity-preserving care for older home-

dwelling women, we experienced flexibility and creativity as crucial approaches in this 

study. According to Maxwell (2013), the constructivist paradigm constitutes a creative 

approach, necessary when developing qualitative research design. He emphasizes the 
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importance of the interaction between the persons involved and the need to continually 

assess how the design actually works, so as to accomplish the researchers’ objective. 

An exploratory design was, therefore, found as an appropriate approach within the 

constructivist paradigm for this research. As the term exploratory implies, it is 

designed to reveal underlying processes and shed light on various ways in which a 

phenomenon is manifested (Polit & Beck, 2017). Such exploratory design is 

commonly used within qualitative research and is needed when exploring phenomena 

that cannot be easily identified and described. A typical example when utilizing this 

design, is to explore and hear the silenced voices (Creswell & Poth, 2018). In this 

research project, an exploratory design was found to be appropriate, as we wished to 

gain an in-depth understanding of the phenomenon of dignity-preserving care, as 

perceived by older women, ICs, and HCPs. As Creswell and Poth (2018) highlight, 

this in-depth understanding can only be established by talking directly to people, going 

to their homes, allowing them to tell stories and exploring their experiences and 

perceptions of the phenomenon of interest, in line with the exploratory design.  

Figure 1 An overview of the project 

 

4.2 Gadamer’s philosophical hermeneutics  

In this research project, I have focused on Hans-Georg Gadamer as one of the crucial 

founders of the hermeneutical philosophy. He was engaged in questions concerning 

how understanding of a phenomenon is possible and used this to outline his 

‘Philosophical Hermeneutic’, which was the essence of his major work, ‘Truth and 

Method’ (Gadamer, 2010). Gadamer claims that new understanding emerges as a 
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result of our interpretations within a circular process, in which we move towards 

exploring and documenting the relationships between parts of the texts and the text as 

a whole. He calls this the Hermeneutic circle. Gadamer also describes prejudice and 

preunderstanding as necessary conditions for our understanding (Gadamer, 2010), 

depending on the condition of each individual’s horizon of understanding. ‘To have a 

horizon’ does not mean being limited to what is nearby, but being able to see beyond 

what is close at hand (Gadamer, 2010). Moules et al. (2015) explain the horizon as the 

coming together of two or more understandings of a topic, in addition to the curiosity 

of the researcher and the desire to understand the subject in a new way. Together, the 

Hermeneutic circle and the fusion of the horizon will bring forth meaningful 

interpretations from the empirical data, helping to further understand the subject under 

investigation.  

4.2.1 A Gadamerian-based research method 

Gadamer states that the ability of understanding does not need an awareness of rules. 

He argues that the ability to be prepared for and open to what can be found in the 

empirical data, leads the researcher to discover new understandings, creates 

possibilities and allows new horizons to come forth (Gadamer, 2010). Our research 

questions in studies I, II and III influenced the whole research process and guided us in 

gathering rich and purposeful data, which according to Gadamer (2010), leads to the 

opening up of possibilities for understanding. As a research team, we had a critical and 

curious approach during the whole project period, in line with Gadamer’s view, 

asserting there is no understanding without the activity of questioning (Gadamer, 

2010). Asking questions is also an appropriate approach when researchers need to 

provoke one’s pre-understanding. By periodically reviewing our pre-understandings, 

we were able to enter the Hermeneutic circle (Gadamer, 2010) and remain orientated 

with the phenomenon under investigation. The researchers’ pre-understanding is 

further described in part 4.3. Gadamer (2010) claims that a dialogue between the 

researcher and the participants is suitable for achieving an understanding of a 

phenomenon of interest. However, in this sense, the perception of dialogue not only 

means a conversation between two or more people, but also a dialogue between the 

reader and the text (Fleming et al., 2003; Gadamer, 2010). The interpretation is, in a 
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sense, already underway during the data collecting phase, as well as during the 

transcription. This brings closeness to the participants and the read transcripts, 

listening not only to what was said or noted in the first place (Moules et al., 2015). 

Gadamer (2010) reiterates the power of the spoken words over the written, however, 

on the other hand, he argues – along with Eriksson (2010) – that spoken and written 

words are prerequisites for understanding the substance of a phenomenon. In our 

research project, text refers to taped words, transcribed interviews, written comments 

about the interview situation, as well as notes from participant observations, all to 

achieve common understanding (Fleming et al., 2003; Gadamer, 2010). Being inspired 

by Gadamerian hermeneutics in this research has helped us expand the horizon of 

understanding related to dignity-preserving care, and to further explore how new 

understanding could be further developed within a Hermeneutic circle (Gadamer, 

2010). To do this, it was also crucial to examine our pre-understanding thoroughly.  

4.3 The researchers’ pre-understanding  

Pre-understanding is a necessary condition for understanding within a hermeneutic 

tradition (Gadamer, 2010). For me as researcher, pre-understanding is constantly 

changing, as I continuously gain new experiences, leading to a new understanding of 

the subject under investigation. This process needs to be transparent and is a 

prerequisite for the reader to achieve full clarity in relation to his own intentions, 

allowing him to position himself in relation to the text to be interpreted (Malpas & 

Gander, 2014).  

 

My own pre-understanding is founded on my clinical experience as a nurse and an 

oncology nurse within the municipality healthcare services. Before commencing 

nursing studies in The Netherlands, I worked as an assistant in nursing homes, 

homecare services and within assisted living facilities for adults with mental 

disabilities. During my work period as a nurse within homecare services, I undertook 

further training in oncology and entered a CC position. My main task was to care for 

patients living with terminal cancer and to support their families. I was preoccupied 

with arranging for patients to fulfil their wish to die in their own homes, should this be 
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preferred and be possible. During the PhD period, when collecting empirical data, I 

used my experience as an oncology nurse when communicating with incurably ill 

cancer patients and ICs concerning their present life situations. I also used my previous 

knowledge regarding multidisciplinary collaboration, which gave me a professional 

standing and ensured confidentiality during the interviews with the HCPs. Within the 

research team, our pre-understanding was not neutral and distanced, but influenced by 

a committed relationship to the subject under investigation, which we discussed 

throughout the research process. My supervisors and I have considerable clinical 

experience from psychiatric care, homecare nursing, palliative care and end-of-life 

care at home, intensive care and nursing home medicine. Within our research and 

academic interests, our experiences range from scholarship and research related to 

dignity as an ontological and ethical aspect of humanity and a person-centred 

approach, to large-scale randomized trials within nursing home medicine. Study III 

also included the view of a researcher, experienced within the fields of welfare 

sociology, care work and gender. We had different presumptions concerning the 

outcome of the study. For example, in study I, we believed that the older women 

appreciated having a sense of control in life and that they would perceive staying in 

familiar surroundings as a crucial dignity-preserving source. In study II we assumed 

that the ICs would be of the opinion that the dignity of these older women might also 

be affected by formal healthcare structures, leading to situations in which the older 

women received care from a large number of HCPs. We also anticipated that the 

women would be exposed to unstructured planning in transitions. In study III, our pre-

understanding led us to expect that limited resources within healthcare services could 

potentially lead to a limited presence of HCPs and a reduced quality of care. We also 

expected HCPs to have a critical and uncertain attitude concerning the concept of 

dignity. These presumptions and expectations of the results were described in detail in 

the methodological sections of the papers. 



44 
__________________________________________________________________________________ 

4.4 Patient and IC participation in research   

As qualitative researchers, we strive to understand both patients’ and their caregivers’ 

perspectives when providing information about their world, as well as their 

experiences of healthcare. Therefore, to be able to answer the relevant questions in 

research projects, we needed to listen to their valuable insights and opinions, and 

monitor their lived-life experiences, based on the power of their voices (Manera et al., 

2018; Landstad et al., 2020). When planning for the recruitment of representatives 

undergoing similar life situations to the study participants, we identified a lack of 

ethical guidelines. Therefore, to achieve active participation among vulnerable people 

experiencing incurable, life-threatening illnesses, we had to think differently and 

innovatively, leading us to develop the framework, ‘Patient and Informal Caregiver 

Participation in Research’ (PAICPAIR) (Staats et al., 2020b). In line with previous 

research (Blackburn et al., 2018; Hoddinott et al., 2018), we acknowledge patient and 

IC representatives as experts in the subject under examination, contributing their 

unique experiences to all phases of this research project (Staats et al., 2020b). As 

suggested by Daveson et al. (2015), to ensure a real and meaningful impact on the 

research process, we emphasized the early and flexible recruitment of an advisory 

board and steering group members. One patient representative and one representative 

of the ICs were appointed to the advisory board, along with an oncology nurse and a 

GP from the municipal healthcare services. The steering group consisted of a former 

IC of an older woman with incurable cancer, a senior researcher and a senior advisor 

for women’s health, as well as my supervisors and myself as research manager (see 

figure 2). The main tasks of the advisory board were to give their recommendations to 

the project plan, participating in formulating the study's aim, information letters, 

interview guides, as well as reviewing analyses and article drafts. The steering group 

discussed and approved substantial feedback from the advisory board and maintained 

an ongoing evaluation of the overall project process. The older women and former ICs, 

who contributed as co-researchers, were considered highly vulnerable in their present 

life situation. This required us as researchers to make ethical considerations. We 

humbly emphasized the exploration of their needs, provided emotional support and 
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gave information concerning all sides of the research process, also stressing their right 

to exit the project at any time (Staats et al., 2020b). Despite the additional and time-

consuming process of including patients and ICs as co-researchers, we found that their 

feedback during the whole research process strengthened the data quality. We gained 

valuable new insight, which lead the research process down fruitful pathways, 

resulting from the rich understanding of those experiencing disease and suffering.  

 

Figure 2: Patient and Informal Caregiver Participation in Research (PAICPAIR) (Staats et al., 2020b) 

 

4.5 Sample, data collection and material  

Combing different data collection tools strengthens the richness and understanding of 

data (Atkinson & Coffey, 2003), and was considered as a useful approach in this 

research project. We chose to combine participant observation, focus-group interviews 

and in-depth interviews as our data collection tools. All three approaches considered 

equal sources to produce empirical data for the same research questions.  

Figure 3: Data collection approaches of the research project 
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Participant observations of the interactions of older women with incurable cancer 

living at home, their ICs and the HCPs were performed in the older women’s own 

home. The data from these observations were used in all three studies. In study I and II 

individual in-depth interviews with home-dwelling women, living with incurable 

cancer and in-depth interviews with ICs were conducted, respectively. In study III, we 

performed focus group interviews with CCs and HCPNs, and in-depth interviews with 

GPs. This multi-method approach was chosen to allow a deeper insight into sources of 

dignity-preserving care, as a result of which I was able to explore the gathered data 

and its complementarity in more detail, when drawing on both interviews and 

participant observations. In the chapter that follows, I will present the sample, data 

collection and material of each study separately. 

4.5.1 Study I 

In study I, we used in-depth interviews and participant observations as data collection 

approaches, to explore how older women living with incurable cancer at home 

experienced dignity and dignity loss in their everyday lives. Considering the structure 

and order of the thesis, I will first describe participant observation as a data collection 

tool. This approach is also utilized in study II and III, and will, therefore, be briefly 

mentioned when introducing these studies. 

Participant Observation  

Participation observation was utilized as an approach in order to generate new 

knowledge by describing, interpreting and understanding the situation (Karlsson et al., 

2012). We wanted to observe the interactions between the women, their ICs and the 

HCPs, as this would give us the opportunity to get closer to the women’s everyday life 

and gain a deeper understanding of experiences related to dignity and loss of dignity in 

these important interactions in the patients’ own homes. According to Spradley (2016), 

engaging and observing the activities when entering a social setting, are the two main 

objectives in terms of increasing the interpretation, as well as the understanding of a 

situation. In line with hermeneutic methodology, Gadamer (2010) implies that 

observations can be likened to watching a play, in which the audience (observer) 

experiences the play, discerns the meaning of it and describes what can be understood 
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from it. This reveals what people think and shows us the cultural meanings they use 

daily. Nåden (2010) highlights the importance of conducting the participant 

observations without haste and in silence. The time taken to carry out the observations 

is of lesser importance than the inner time, which increases the possibilities for the 

researcher to wander the hermeneutic spiral and to be hermeneutically tuned. 

 

The participants observed were recruited at an early stage in the research period, when 

recruiting older, home-dwelling women and their ICs to study I and II. Six older 

women and their ICs gave their consent to participate in the observations and allowed 

me to contact their CC to join a planned home-meeting. The participant observations 

were carried out between March 2019 and November 2019, and the home-meetings 

were arranged with a variety of HCPs (see figure 4). Five of these participant 

observations were carried out in the home of the women and their IC, whereas one 

observation was carried out in the hospital, due to a temporary admission. An effort 

was made to carry out follow-up observations, however, this was a challenging matter, 

due to the progress of the women’s illness and difficulties in the arrangement of home-

meetings with HCPs. Nevertheless, the six accomplished participant observations gave 

us a deeper understanding of the experiences and interactions, related to dignity-

preserving care in the homes of older women. 

Figure 4: Participant observation – setting and study participants  

I performed all participant observations myself in which I also occasionally asked 

questions and carried out informal conversations with the women, the ICs and the 

HCPs. I utilized an observation-guide (appendix 2) that was developed to remind me 

of the key points. Some examples from the guide were:  

- what characterizes the interaction between the woman, her IC and the HCPs?  
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- how do HCPs verbally and non-verbally express themselves to ensure dignity-

preserving care?  

- how are the women and ICs met by the HCPs when describing dignity-violating 

situations?  

During the observations I was aiming to identify conditions that could potentially have 

an influence on the women’s experience of dignity and loss of dignity, thus being 

relevant for developing a new understanding of crucial aspects, constituting dignity-

preserving care. I strove to behave naturally within each setting, to ensure that the 

informants felt comfortable and could act normally in their surroundings, therefore, 

providing me with true observation data (Fangen, 2010). I believe that my presence 

did not affect the conversation and interaction between the parties, and I was prepared 

to end the observation at any point, if necessary. It is important that the observer 

documents not only what happens and what is contemplated, but also the thoughts and 

emotions that are evoked (Karlsson et al., 2012). I tried to write the observation-notes 

in a structured and detailed manner, generating 19 pages of empirical data for 

interpretation and creating an overall and contextual understanding of dignity-

preserving care within study I, II and III.  

In-depth interviews 

Using in-depth interviews in qualitative research generate an insight into specific 

subjects and gives the researcher access to lived experiences (Brinkmann, 2015). 

Gadamer (2010) claims that a conversation between a researcher and participants is a 

suitable method of achieving understanding of a phenomenon of interest. Hermeneutic 

understanding is always an act of communication, by which we share something with 

another. In this act of ‘sharing’, the world becomes larger and the process of coming to 

a dialogical understanding is in play (Malpas & Gander, 2014). Within the 

hermeneutical dialogue, this play is driven by an interaction of questions and answers, 

seeking not the last word, but a means of keeping the conversation going (Moules et 

al., 2015).  

 

Study I comprised a purposive sampling strategy. This means that we selected 

participants that would most benefit the study and would contribute well in relation to 
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the study aim (Polit & Beck, 2017). These participants would present typical examples 

of the field and would inform me as researcher about the research problem under 

examination (Creswell & Poth, 2018). I contacted CCs in eight Norwegian 

municipalities, with the purpose of asking them to assist me with the recruitment 

procedure. In this context, I arranged meetings in which I presented the study purpose 

and aim, and distributed informal letters which the CCs could give to potential study 

participants. The CCs assisting with participant recruitment, regularly met older 

women with incurable cancer who lived at home. In total, 23 women were given 

verbal and written information about the study from their CC between November 2018 

and February 2019. Inclusion criteria in this study were defined as follows: being 

female, aged 65 years or older, diagnosed with incurable cancer, living at home and 

receiving support from municipal healthcare services (figure 5). It was important to 

include women who had the strength, both mentally and physically, as well as the 

willingness to complete an interview of approximately one hour. Eventually, 13 of the 

23 women gave their consent to participate in the study, whereas 10 women declined, 

due to tiredness, lack of interest, admission to hospital, disease advancement and 

death. The 13 women included in the study were aged 66 to 83 years, represented a 

variety of groups within the socio-demographic data, in terms of cancer diagnosis, 

marital status, housing, level of education and residence in urban or rural areas, as well 

as in relation to the level of municipal healthcare support (see paper I).  

 

We developed a semi structured, modifiable interview guide (see appendix 3), based 

on open questions and key words to invite and encourage the participants to open up 

and talk (Creswell & Poth, 2018). The formulation of questions required an advanced 

preparation, underscoring the use of common vocabulary and phrasing the questions in 

such a way that the interviewees could understand their meaning (Polit & Beck, 2017). 

The PAICPAIR advisory board (Staats et al., 2020b) played a vital role in this 

development, bringing in crucial themes and keywords, as well as nuancing the 

wording, related to their own backgrounds. After interview number six, we adjusted 

the modifiable interview guide, due to certain questions being less relevant than 

expected and others having been omitted. The evaluation of our interview guide and 



50 
__________________________________________________________________________________ 

the effort to make improvements in subsequent interviews, were also re-checked with 

the study advisory board. As an example, the opening-question before the evaluation 

was: 

- Can you describe what you associate with the word, dignity? What appears in 

your mind?  

After the evaluation, the opening-question became more operationalized and was 

phrased as follows: 

- Can you tell me about a situation, after becoming ill, that affected your 

experience of dignity? What happened? 

This approach gave the women the opportunity to relate the concept of dignity to an 

experience which, subsequently, provided me with more detailed data. In the spirit of 

Gadamer’s hermeneutical philosophy (2010), so as to develop a deeper layer of the 

meaning, I assumed a humble attitude and an openness towards the other perspectives 

related to dignity-preserving care. Nonetheless, during the interviews, the interview 

guide was not followed strictly, as it was important to be open to new themes that 

might emerge. I focused on listening carefully, giving the participant time to think of 

an incident before describing it, as recall can often take time. In turn, this helped me as 

researcher to understand the women’s views more thoroughly.  

 

In conclusion, our knowledge relating to these 13 women’s views of dignity-

preserving care is not exhaustive, however, contributes to increasing the knowledge 

surrounding this phenomenon under investigation. Therefore, concerning purposeful 

sampling, as stated by Lincoln and Guba (1985), the number of participants were 

determined when no new data emerged, and no new information was forthcoming 

from new sampled units, also known as the point of saturation. However, described in 

the chapter of study I, this is transmissible to study II and III.  
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Figure 5: Inclusion criteria, Sample and Data collection approaches of study I 

 

4.5.2 Study II 

In study II, we used in-depth interviews (Brinkmann, 2015) to explore how ICs 

perceive sources related to dignity and dignity loss of home-dwelling, older women 

with incurable cancer. We also used participants’ observations (Spradley, 2016), the 

data collection process of which is described above and is related to study I. We 

believe that the knowledge of ICs is highly relevant; ICs are important contributors 

when sharing their perceptions, as they deal with complex issues when living with an 

incurably ill wife, mother or sister. Denzin (1989) highlights the importance of person 

triangulation to help capture a more complete and contextualized portrait of the 

phenomenon under investigation. This involves collecting data from different types of 

people with the aim of validating the data through multiple perspectives (Polit & Beck, 

2017). The data from the different sources (women, ICs and HCPs) constitute elements 

of a dialectical movement (Gadamer, 2010), as the overall aim of the study, is to gain a 

new understanding of research in the hermeneutic circle. 

 

The purposive sampling strategy (Polit & Beck, 2017) carried out in study I, was also 

applied within study II. The CCs assisting with participant recruitment in study I also 

had regular contact with the ICs of the older women with incurable cancer, who lived 

at home. Their effort in finding ICs were, therefore, of crucial importance in the 

recruitment procedure. In this study, 23 participants from 11 Norwegian municipalities 

were given verbal and written information regarding the purpose and content of the 
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study, with the following inclusion criteria: having at least weekly contact and 

responsibility for informal end-of-life care for a woman aged 65 years or older, who 

lives with incurable cancer at home, and is currently using municipal healthcare 

services (see figure 6). In the period between November 2018 and December 2019, 13 

of the 23 ICs gave their consent to participate, whereas 10 ICs declined, due to fatigue, 

less involvement in daily care or having suddenly become bereaved. The 13 ICs 

included in the study were aged between 40 and 77, of which six were husbands, two 

were sisters and five were sons or daughters. The interviews took place in the homes 

of the ICs, with the exception of two; one was conducted at the participant’s 

workplace and one in a café, the venues were requested by the participants themselves. 

All interviews were carried out with the IC alone, except for one, which was 

conducted in the presence of his wife, in accordance with their mutual wishes. Six of 

the 13 ICs were related to the older women participating in study I. The procedure of 

developing a semi structured, modifiable interview guide (Creswell & Poth, 2018) in 

study I was also implemented in study II (see appendix 4). Both the preparation and 

development of the interview guide was influenced by thorough cooperation with the 

PAICPAIR advisory board (Staats et al., 2020b). An example of a question guiding the 

ICs’ in-depth interviews was:  

- What is your wife’s/mother’s/sister’s/friend’s perception of dignity, as 

experienced by you in the capacity of an IC? 

The participants demonstrated confidence in relation to their situations as ICs and most 

of them willingly invited me into their lives and shared their experiences. A few ICs 

were, however, not comfortable with the openness concerning end-of-life issues and 

were not familiar with reflecting on and talking about this. Yet, it appeared that certain 

ICs were in need of sharing their thoughts and emotions regarding this subject, as they 

opened up and were keen to express themselves, clearly having a lot on their mind. It 

was my responsibility to evaluate which questions to ask in which order, to understand 

when to end the interviews and to be gentle and sensitive in the interview setting. My 

flexible approach during the interviews enabled me to create a genuine conversation, 

leading to a more thorough understanding of the phenomenon under investigation 

(Gadamer, 2010).  
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Figure 6: Inclusion criteria, Sample and Data collection approaches of study II 

 

 

4.5.3 Study III 

The last study of this research project involved the HCPs and included three focus 

group interviews with CCs and HCPNs, and seven in-depth interviews with GPs. We 

also utilized the data from the participant observations, similar to study I and II. In 

study III, we wished to explore how HCPs perceived the value-based principles and 

organizational conditions of dignity-preserving care for older, home-dwelling women 

with incurable cancer. Lambert and Loiselle (2008) argue that the integration of 

individual interview and focus group data is a productive strategy that leads to an 

enhanced description of the phenomenon’s structure and its crucial characteristics. As 

Denzin points out, ‘no single method ever adequately solves the problem of rival 

explanation’ (1978, p. 28). He is of the opinion that multi methods must be employed 

when dealing with different sources of reality.  

 

Focus group interviews 

The purpose of focus group interviews is to obtain high quality data in a social context, 

in which people can consider their own original responses, as they hear the responses 

of others (Patton, 2015). Focus group interviews are essentially interviews and not a 

problem-solving session. Kreuger and Casey (2015) emphasize that focus group 
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interviews should be carefully planned to create a ‘non-threatening environment’, in a 

setting that ‘encourages participants to share perceptions and points of view without 

pressuring participants to vote or reach consensus’ (p. 2). Gadamer concurs that such a 

conversation aims to gain an insight into a particular subject and attempts to unravel 

the truth, rather than gain agreement within a group (Moules et al., 2015).    

When starting the recruitment of study III, I contacted CCs in seven Norwegian 

municipalities, consisting of 23 CCs and HCPNs. I considered these HCPs to be an 

information-rich data source for study III and assumed this would increase my 

understanding of the phenomenon. They were all informed by email of the purpose of 

the study and the implications of their involvement, and were asked to reply if they 

were interested in participating. They were also asked if they were involved in the care 

of older, home-dwelling women, living with incurable cancer. A total of 20 CCs and 

two HCPNs confirmed that they wanted to participate. Eventually, six CCs were 

prevented from attending, resulting in three focus group interviews as follows: 

Figure 7: Focus group interviews – participant characterics 

Fourteen participants worked as CCs, meaning that they had both a collaborative and 

interdisciplinary role in municipal cancer care, as well as individual care for patients. 

Two participants (HCPNs) were members of the regular homecare service team and 

were, to a large extent, more involved in the daily care of the patients. All participants 

were female and had a mean age of 54 years. Their average number of years of clinical 

practice as nurses was 27, mirroring their wealth of experience and adding diversity to 

their background. During the focus group interviews, I guided the discussions as the 

moderator and was assisted by my co-supervisor, EKG and two PhD candidates as co-

moderators, respectively. I guided the focus group interviews according to a written set 
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of questions and was inspired by Kreuger and Casey’s (2015) guidelines to develop a 

good questioning route (appendix 5). However, when providing data through 

interactions in group discussions, I proceeded in a flexible manner, creating a 

permissive, non-threatening environment and using an open-ended approach. Kreuger 

and Casey (2015) argue that five to eight individuals constitute an ideal focus group. It 

should be mentioned, though, that hermeneutic research in not validated in terms of 

numbers, but in relation to the completeness of examining the phenomenon under 

investigation and the fullness and depth by which the interpretation extends 

understanding (Moules et al., 2015).  

In-depth interviews 

I started the recruitment of GPs by informing contact persons and participants from the 

focus group interviews of this element of the data collection process, and sent out 

information to networks of GPs nationally and chief medical offices in five 

municipalities. Only one GP responded to these announcements, however, several CCs 

and other HCPs gave me relevant contact information of GPs, responsible for the 

medical care of older women, living with incurable cancer at home. Due to challenges 

and uncertainties related to the COVID-19 pandemic outbreak in March 2020, our 

research was not a priority for GPs and other HCPs at that time. Nevertheless, using 

the snowball sampling method (Patton, 2015), I was able to carry out seven in-depth 

interviews with GPs between March and June 2020. Due to the challenges of reaching 

the target population, the snowball sampling method was helpful, as I could build on 

the sample of people with similar inclusion criteria, as recommended by Patton (2015).  

The in-depth interviews were carried out using digital methods, such as Skype and 

Teams, and by means of phone calls. Four male GPs and three female GPs 

participated, between 38 and 56 years old (mean 46). They had an average of 13 years’ 

experience as a GP (variation from eight to 22 years) and had all been responsible for 

the medical care of older women, living with incurable cancer at home. However, 

despite being experienced doctors, there was a great variety in the way that the follow-

up treatment of these women was carried out, as well as a certain unfamiliarity with 

the concept of dignity-preserving care. These challenges were thoroughly discussed 

within the research team as well as with the PAICPAR advisory board (Staats et al., 
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2020b), which assisted in both developing the informal letter and the interview guide. 

The patient on the advisory board, an older, incurably ill woman living at home, 

participated enthusiastically when preparing and developing questions for the 

interview guide (see appendix 6). She highlighted time and presence, autonomy and 

personal preferences as valuable themes to implement in the guide, which invited 

fruitful reflections and resulted in a richness of data collection. Reading and 

interpreting the preliminary results was also a crucial task for members of the advisory 

board, discussing the data from study I, II and III. The following section of this chapter 

describes, in greater detail, the process of interpretation of the data, collected from all 

three studies.  

 
Figure 8: Inclusion criteria, Sample and Data collection approaches of study III 

 

4.5.4 Data interpretation 

Hermeneutic interpretation comprehends the recognition that occurs when something 

rings ‘true’, there is familiarity, kinship, resonance and likeness as well as difference. 

It involves carefully opening up associations that strengthen the understanding of a 

topic, rather than focusing on a single governing theme (Moules et al., 2015). Utilizing 

the Gadamerian-based circular process, we moved from interpretations of text parts to 

interpretations of the text-material as a whole (Gadamer, 2010). Data integration also 
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involves moving back and forth between the data of the separate studies to uncover 

data convergence, divergence and complementarity (Lambert & Loiselle, 2008).  

 

All interviews were audio recorded and transcribed successively, and field-notes from 

the participant observations were made shortly afterwards. I started the interpretation 

with a first reading of the interviews in their particularity and otherness, making 

preliminary notes and marks in the text and immersing myself in the material. As 

regards the first six interviews from study I, written reflections were made 

immediately after each interview, consisting of the interview techniques used, 

descriptions of the way in which the questions were asked and suggestions for 

improvements. My supervisor (OT) and I evaluated these reflections thoroughly, also 

discussing my pre-understanding and prior knowledge (Gadamer, 2010).  

 

All transcripts were shared with my supervisors for individual interpretation, followed 

by planned meetings in which we shared our thoughts and our preliminary perceived 

patterns of meaning, as well as contradictory evidence. Moules (2015) argues that this 

teamwork raises the initial individual interpretation from each researcher to another 

level of interpretation, a level at which the research team develops an in-depth, 

rigorous, reflexive and communal focus on the data. When reading the transcribed 

material, we were constantly breaking apart our understanding, comparing it to another 

view or new experience and then putting it back together to create a new 

understanding of the horizon (Gadamer, 2010). The purpose of this persistent 

engagement with the text is to build a picture of emerging themes and sub-themes, 

presented as results (Brinkmann, 2015). However, within the hermeneutical 

interpretation, themes are more of a tool on the journey into the depths and richness of 

interpretation (Moules et al., 2015), demonstrating that we adjusted and re-evaluated 

the themes and sub-themes several times during the research process. 

  

Gadamer (2010) states that new understanding emerges between new knowledge and 

previous knowledge in the hermeneutic circle. Therefore, the results from studies I, II 

and III were in a dialectical movement with one other, as well as with the overall aim, 

previous research, our pre-understanding and with the theoretical perspective. During 



58 
__________________________________________________________________________________ 

the collaborative work with all three papers, our research team discussed various 

theoretical perspectives that might open up new horizons of understanding. This was 

affected by the diversity of our academic and clinical background related to dignity-

preserving care and end-of-life care. Concurrent with these discussions, co-researchers 

from the PAICPAIR advisory board (Staats et al., 2020b) added nuances and diversity 

from their point of view, providing feedback on the preliminary results and sharing 

their thoughts on the way in which this experience corresponded with their own 

experiences.  

 

In conclusion, the hermeneutic methodology seemed to be suitable as a means of 

conducting this research process, whereas our participants’ perceptions challenged our 

initial pre-understanding, leading to a new understanding of dignity-preserving care 

for older women, living with incurable cancer at home. However, the interpretation 

within a hermeneutic philosophy is also deemed to be difficult and sophisticated, and it 

could be argued that the interpretation is sometimes hampered by its very openness 

(Moules et al., 2015). Therefore, we have paid careful attention to the use of language 

when presenting our results. We were open to suggestions and opportunities and were 

humble and understanding in relation to other perspectives and horizons of 

understanding. To pay attention to and to safeguard these latter perspectives, as well as 

to ensure cooperation with patients, ICs and HCPs throughout the research process, 

ethical concerns need to be highlighted. Therefore, the final section of this chapter 

describes, in greater detail, the research projects’ ethical considerations. 

4.6 Ethical considerations 

This research project was conducted in line with the basic principles of the Declaration 

of Helsinki (World Medical Association, 2018b) and the Norwegian Health Research 

Act (The Health Research Act, 2008). The Norwegian Centre for Research Data 

approved the study (ref. no.138698) (see Appendix 7). An application was also sent to 

the Regional Committee for Medical and Health Research Ethics (REC), but their 

response was that the project was outside the scope of the health research legislation 

(Appendix 8). The participants in all three studies, received written information 
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regarding the study in advance (appendix 9-14), as well as an oral presentation of the 

aim and purpose of the participant observations, in-depth interviews and focus group 

interviews prior to their commencement. Information was also provided concerning 

practical matters, such as the intention of recording the interviews and the storing of 

contact details, in the event of requiring further information or comment. Measures to 

ensure confidentiality and anonymity were presented, and the participants’ right to 

withdraw from the study without providing any reasons, was repeatedly highlighted 

(Polit & Beck, 2017).  

 

This project was founded on the acknowledgement of the inherent dignity of each 

participant, demonstrating sensitivity in relation to their individual integrity, autonomy 

and life-history (Nordenfelt, 2004). The target group of studies I and II, namely, older 

women living with incurable cancer at home and their ICs were highly vulnerable in 

their present life situations. We, therefore, decided to carry out one interview with 

each informant, due to ethical considerations and the potential burdensome 

consequences for the participants. We also introduced the option of taking part in a 

participant observation at a later stage, when finishing the interviews in their homes, 

thereby reducing the need to participate in both an interview and a participant 

observation. Thus, as a crucial supplement to traditional research ethics, moral 

sensibility was emphasized, to preserve participants’ integrity and dignity (Heggestad 

et al., 2013). Consequently, I was emotionally touched by the stories that the 

participants shared during the interviews, however, this also enabled me to be sensitive 

and constantly aware of their actual situation, characterized by unpredictability and 

vulnerability.  

 

Potential issues that may arise when collecting data during participant observations 

and interviews, such as an imbalance within a relationship, were toned down by 

avoiding leading questions and by maintaining an informal atmosphere in the 

conversations (Creswell & Poth, 2018). I was prepared to bring the in-depth interviews 

and observations to an end at any time. In some of the in-depth interviews it was 

necessary to take several breaks, due to the older women’s health situation. I decided 

to end one interview prematurely, as the woman suffered from fatigue and showed 
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signs of emotional discomfort. As researchers, we are obliged to prevent and/or 

minimize harm when conducting studies of human beings. Participants should not be 

subjected to unnecessary discomfort, and strategies should be employed to reduce all 

types of harm, albeit temporary (Polit & Beck, 2017). In this project, I attempted to 

spend sufficient time prior to and after the interviews and observations, so as to offer 

my support when necessary. In certain situations, the municipal CCs were contacted to 

provide further support for the participants. This only took place when the participant 

explicitly gave his/her permission.  

 

One final ethical consideration concerns confidentiality. During the data interpretation 

phase, the research team focused on reporting multiple perspectives, not taking sides 

with the participants or only reporting positive results (Polit & Beck, 2017). 

Respecting the privacy of participants was also of crucial importance, therefore, extra 

precautions were taken to safeguard anonymity, when assigning numbers instead of 

names during the process of transcribing the interview texts. In addition, to use 

numbers and fictitious names on hospitals, HCPs and others, I had to distort the 

identifying information and avoid detailed descriptions when recording the results. 

These measures relate to anonymity, which is the most secure means of protecting 

confidentiality and is ideally achieved when the researcher cannot link the participants 

to their data (Polit & Beck, 2017). In this project, this was difficult, due to the close 

involvement of the participants. However, audio recordings, transcribed texts and 

written consents were kept in a safe and will be deleted after the project period 

(Brinkmann, 2015). Despite the COVID 19 pandemic during the last year of the 

project period, only minor methodological adjustments were required. A change from 

planned face-to-face, in-depth interviews with GPs to online interviews was deemed 

necessary. In terms of ethical approval in light of the COVID-19 pandemic, we were 

aware of the potential risks to confidentiality in shared online spaces and, therefore, 

took steps to reduce these risks (Chiumento et al., 2018), e.g., GPs were encouraged to 

use earphones and to remain in a private room to guarantee the discretion of the 

conversations. We also clarified whether there was any unfamiliarity or need for 

guidance in the use of the preferred online software.  
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5. Results 

5.1 Paper I 

In paper I, we identified four crucial dimensions leading to experiences of dignity 

versus loss of dignity in the everyday lives of these women:  

Owning their decisions and having a sense of control in their life-situation 
versus feeling insecure and losing the opportunity for self-determination 

A vital dimension leading to the experience of dignity for the older women was having 

a sense of control in life. This helped them maintain their self-respect and a level of 

autonomy. Having their voices heard and experiencing the respect of others was 

important for them in decision-making processes, promoting their sense of 

independence. For all women, respectful and compassionate treatment was crucial in 

enabling them to feel that their self-determination was recognized by others when 

facing end-of-life. Concerning experiences of dignity loss, we found that the women 

experienced this when sensing insecurity and an inability to make their own decisions. 

The women went through significant life changes when diagnosed with incurable 

cancer. Experiencing these changes also activated a sense of grief and a reduced sense 

of control over their life, primarily related to decreased bodily control and an increased 

need for psychological support. In our participant observations, we found that, on 

occasions, HCPs, seemingly unintentionally, appeared to overshadow and overrule the 

women, despite their need for self-determination. This caused the women to 

experience a loss of independence and dignity in situations created by HCPs.  

Experiencing hope and meaningfulness despite illness versus sensing 
hopelessness and worthlessness in a shroud of illness 

Most of the women maintained that hope was crucial when nearing end-of-life. Hope 

was related to their own decision to carry on with their treatment and was founded 

upon the perspectives and recommendations of HCPs. Several women accepted new 

treatments and continued with burdensome medication, despite suffering from side 

effects. As the disease became prolonged and women expressed a heightened level of 

vulnerability, their hope and a wish for inner strength also increased. Moreover, we 
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found that certain participants had expressed wishes regarding their final days to die 

peacefully, without any pain or any difficulties. One woman expressed her wishes for 

her death with a metaphor, “like blowing out a candle”. We also found that some 

women felt their worthiness as a human being to be weakened, along with the progress 

of the illness. They experienced being a burden due to their age and illness, and felt 

more estranged from themselves as their illness took over their everyday life. They 

described feeling offended emotionally and existentially when peace and harmony 

were replaced with anguish and doubt.  

Feeling valued as an individual versus experiencing violation of one’s 
personal life    

Feeling the warmth and care of other people was crucial for the women. Such a level 

of care was experienced when family, friends and HCPs acknowledged them as human 

beings, not perceiving them solely as dying cancer patients and regarded as lost. The 

results also highlighted the importance of others showing their intention and 

willingness to help, which relieved the women's suffering in everyday life. The 

participant observations added nuances to the interview data, revealing that eye contact 

and visible relationships of trust between the women and HCPs were vital and 

meaningful. This relationship of trust was shown when the GPs highlighted the 

women’s right to be heard and took the time to listen to them closely. On the other 

hand, we also identified several women experiencing situations in which they felt 

neglected, invaded or offended by HCPs. These situations were encountered both in 

their own homes and during transportation between the hospital and the women’s 

home. In their state of vulnerability, these situations, consequently led to illness-

related suffering and a sense of feeling insignificant. 

Living in a treasured and nurturing environment versus being situated in 
surroundings enhancing their sense of disconnection and alienation 

Most women described their homes as a secure base and a sheltered place to be. We 

found several sources that influenced their sense of living in a treasured and nurturing 

environment. However, only a few of the women stressed the importance of spending 

their final days at home. Most of them perceived quality of care as more important 

than the physical place when nearing end-of-life, even though their home was initially 
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their preferred place to stay for as long as possible. It was important for them that their 

loved ones were taken care of, resulting in the women having more confidence in the 

complete situation. Several women highlighted the importance of being admitted to an 

institution if the caregiver burden should become too great for their family. 

Uncompassionate attitudes and limited support from HCPs also influenced their 

wishes concerning the preferred place to stay, when nearing end-of-life. This 

concerned both healthcare institutions and their own homes. Therefore, attitudes in 

general gave rise to the experience of being in a treasured and nurturing environment 

or being in an unfamiliar and/or uncaring environment.  

5.2 Paper II 

The aim of study II was to explore the ICs’ perceptions of sources relating to dignity 

and dignity loss of home-dwelling older women with incurable cancer nearing end-of-

life. The results elaborated upon three sources which preserved dignity, as well as 

three sources leading to dignity loss: 

Sources related to dignity-preservation  

Maintaining one’s self-concept 

We found that the ICs were preoccupied with the woman's importance of maintaining 

a sense of self-worth as a human being, when nearing end-of-life. They expressed the 

value of allowing the women to be the main person in their own life and to follow their 

lead. Several ICs expressed the need for the women to be recognized as independent 

individuals with their own names, not being reduced to a diagnosis. The ICs expressed 

the importance of being positive and participating in everyday occurrences, such as 

making a meal, reading a book and meeting up with friends and family, without 

discussing illness-related matters. 

Remaining hopeful 

The ICs determined hope as an essential aspect for the women in their challenging and 

uncertain life situations. They described how the women found new meaning that 

helped relieve their suffering and strengthened their hope, for example, hope for a new 
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treatment, even when the disease had reached an advanced stage. The ICs also related 

hope to other people’s presence and care, as well as people’s interest in the women’s 

life stories. This increased the women’s feelings of security and were crucial sources 

which helped preserve their sense of dignity.  

Sustaining freedom of choice 

The ICs expressed the fact that the women enjoyed and cherished their quality of life 

when staying at home, maintaining their social lives and deciding how to plan their 

days. At the same time, the ICs underlined that many of the women experienced 

admissions to institutions as being seamless and safe. Irrespective of the dwelling 

place, most ICs emphasized the women's needs to tailor their own end-of-life care, 

despite having limited strength due to their illness.  

Sources related to dignity loss  

Sensing loss of human value 

Living with a declining body provoked the women’s feelings of meaninglessness and 

existential loneliness. The ICs described situations in which the women’s decline in 

health affected their self-perception, making them feel less valued. The ICs reported 

situations in which the women lost their sense of self-efficacy, such as no longer being 

able to take a shower independently. Moreover, we found several other circumstances 

which the women could not participate in daily chores – finding that self-care had 

become too exhausting and being dependent upon the help of others. These situations 

often made the women feel insignificant, frustrated, and affected their experience of 

dignity. 

Experiencing absence of gentleness 

The ICs shared their experiences of how these ill women sometimes felt demeaned by 

HCPs, rather than being treated with compassion. It was important for the women to 

manage the ‘little things’ in their everyday lives, despite their reduced physical 

capacities. This need was strongly related to their requirement to be involved in 

decision-making processes, however, their voices did not seem to be heard at times. 

The ICs described how the women felt humiliated and invaded by HCPs in such 

situations. Sometimes they felt that their legal rights had been disregarded in what 
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should have been a care intervention. In these settings, the women often had to 

mobilize all their strength to be seen, listened to and taken seriously. 

Feelings of being treated as an object 

The ICs described situations in which the women felt unsafe and were regarded as 

objects, for example, when efficiency strategies within the healthcare system made 

them feel overlooked. We revealed supplementary data from the participant 

observations, demonstrating that the GP in charge of the women's treatment was 

seemingly poorly prepared. Consequently, efficiency strategies led to the women 

feeling insignificant and frustrated. Long waiting times in the hospital were perceived 

as demanding and led to uncertainty and a feeling of insecurity in relation to the care 

given. In addition, the burdensome transportation between the hospital and their home 

was perceived as a violating aspect. The ICs explained how transportations were called 

‘collective journeys’ and the women sometimes felt as though they were treated like 

objects while being in a state of dependency. 

5.3 Paper III 

The aim of study III was to explore and identify HCPs’ perceptions of dignity-

preserving care for older, home-dwelling women with incurable cancer. We identified 

two categories reflecting their value-based principles and two categories portraying 

their perspective of organizational conditions, promoting dignity-preserving care: 

Recognizing the importance of sheltering the women’s identity and sense 
of being home 

All participants stated that safeguarding the women’s identity was of crucial 

importance and agreed on the value of women maintaining their independence and 

being recognized as worthy human beings. The GPs stressed the value of existential 

and relational aspects when being incurably ill and regarded the home as a treasured 

place for these women to stay. However, this created expectations of time-consuming 

home visits and conversations of an existential character, which tended to be avoided 

by several GPs. Many CCs talked about the importance of respecting and confirming 

the women’s identity beyond their illness, acknowledging their life as women, wives 
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and mothers, and giving the women opportunities to share their life stories. Their 

home was seen as a source of identity, where they could uphold their cherished roles, 

stemming from a life in which these roles were central for many of these older women. 

We found that the two HCPNs reported situations in which the protection of the 

women’s identity was complicated or even regarded as absent. They described several 

degrading care situations portraying, for example, how a woman was laid bare in her 

living room, exposed to a number of family members and her needs and wishes were 

neglected.  

Acknowledging the women’s autonomy and personal preferences  

The HCPs in this study expressed disappointment with the Norwegian healthcare 

authorities, in which governmental plans promised to fulfil the wishes of patients to 

die in their own homes. We found that a lack of competency on the part of HCPs and a 

shortage of resources within healthcare services lead to uncertainty and sometimes 

unsafe situations for older women with incurable cancer, therefore, it proved difficult 

to honour the promise that patients should be allowed to die at home. This sometimes 

led to undesirable hospitalizations. Several GPs emphasized that insufficient 

knowledge of the gender-specific needs of older female patients could risk violating 

these needs. Acknowledging women's autonomy and personal preferences was, 

therefore, a challenging matter. CCs and HCPNs were also unanimously concerned 

with women's autonomy and self-worth, as well as with the risk of violating their 

personal preferences – in particularly when they were not able to communicate their 

wishes. They emphasized the importance of creating a purposeful environment, in 

which the older women could fulfil their cherished roles in life.  

 

Creating a flexible organizational culture of care 

We found that for all HCPs in this study, it was crucial to treat older, incurably ill 

women with awareness and gentleness. Therefore, generosity among HCPs and 

flexibility within the healthcare organization was required, including allocating 

sufficient time and knowledge to each patient’s health status and life situation. 

According to the CCs and HCPNs, the importance of developing a culture of care was 

vital. A culture of care was described as an essential context in which to use the 
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limited time positively. As for the GPs, we found that they experienced distance in 

their care for this group of older patients, attributing this to reasons such as disease 

complexity, lack of specialized competence and rarely caring for this patient group 

during their disease trajectory. Sometimes and perhaps interestingly, the GPs did not 

even know that they had an older, home-dwelling woman with incurable cancer on 

their patient list. However, the effort to find flexible solutions to meet the 

aforementioned challenges was made by one GP. She wrote a short letter to all her 

patients diagnosed with cancer, establishing contact early, enabling her to create a 

valuable foundation for collaboration and follow-up for her patients. 

Establishing a functional professional collaboration and individualized 
plans of care 

The GPs highlighted that proper collaboration and individualized plans of care were 

crucial in meeting the needs of older women living with incurable cancer and were 

required to help structure their everyday lives. The GPs further elaborated that a 

professional collaboration was the essence of care for dying women in their homes. 

Both GPs and CCs described how their relationship with these patients and their 

families made them feel responsible for the patients’ treatment and care. This 

underscored the importance of establishing a functional, professional collaboration. 

Despite the functionality and importance of individualized plans of care, the CCs and 

HCPNs working closely with the patients, expressed discontentment in relation to the 

increasing number of plans and healthcare procedures. They experienced a decrease in 

individualized care and a declining quality in the communication with the older 

women and their families. As shown in one participant observation, plans of care were 

often given out routinely, without any sensitivity and explanation.  
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6. Discussion 

In the first part of this chapter (6.1), I will discuss the main findings of the three 

studies in relation to previous research. Subsequently, in the second section of this 

discussion (6,2), I will engage in a dialogue with the empirical data, together with the 

perspectives of the Theory of Caritative Caring by Katie Eriksson, in order to develop 

a deeper understanding of the study results, creating an empirical-theoretical 

understanding – visualized in a Model of dignity-preserving care for older home-

dwelling women with incurable cancer. 

6.1 Results in relation to previous research  

The overall results of this project concerning crucial aspects of dignity-preserving care 

for older home-dwelling women living with incurable cancer, were identified through 

hermeneutical reading of the results of the three studies separately, as well as the 

results as a whole. The overall results were formulated as follows: being seen and 

acknowledged as an individual; having a sense of control in one’s own life; living in a 

treasured and safe environment and experiencing an adjustable hope.  

6.1.1 Being seen and acknowledged as an individual  

Our results show that respecting and confirming the women’s identity, rather than 

being reduced to an incurably ill cancer patient, was crucial in preserving these 

women’s self-worth and dignity. This enabled them to feel respected and valuable in 

their life situation (Staats et al., 2020). Many of the women had a limited physical 

capacity due to their illness, however, it was crucial for them to be recognized as 

worthy citizens and to still be contributors to society, despite their serious health 

condition. Being seen and acknowledged as women, wives and mothers, and feeling a 

sense of recognition regarding the way in which these roles influenced their lives, were 

therefore, essential to them (Staats et al., 2020a; Staats et al., 2021). Bylund-Grenklo 

et al. (2019) and Xiao et al. (2020) recognize the importance for patients, in general, to 

maintain their former roles to preserve their sense of self-worth. They further state that 

being valued as a person forms the basis of dignity, which is particularly important to 
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uphold when a patient’s illness progresses. Torre (2017) supports the latter view and 

highlights the importance of women’s roles as societal participants and family 

caretakers, when living with cancer. As for older women, there are additional aspects 

to take into account concerning their wish to continue to be a contributor to society. 

Research has shown a general increase in loneliness with age (Dahlberg et al., 2015), 

which constitutes a challenging, emotional situation for the oldest women living at 

home in Norway, who often live in the intersection between embracing the present in 

solitude and fearing the future with additional declining health (Ness et al., 2014). 

Similar emotional circumstances were identified in our study, but also with a new 

insight into how the older women cherished the days when they could participate and 

contribute, to a larger degree, to the lives of others. In these circumstances, when the 

women lived their lives as close to normality as possible, their sense of self-worth and 

dignity increased (Staats et al., 2020a).  

As for the HCPs in our study and their view on how best to acknowledge the older 

women as worthy individuals, they were unanimously concerned about violating the 

women’s dignity. They related this to a lack of professional competencies and a 

shortage in resources within the municipal healthcare services, that could lead to 

uncertainty and unsafe situations for these older women, sometimes leading to 

undesirable hospitalizations (Staats et al., 2021). Viftrup et al. (2021) support these 

findings, underscoring HCPs’ concerns regarding preserving patients’ dignity. 

However, they found relational aspects to be more important than the time and 

resources available. The participants in their study, patients nearing end-of-life in a 

hospice, were more preoccupied with how the staff would provide care and whether 

they would be understood by HCPs, who sometimes focused more on frameworks and 

contextual factors, rather than being present in the care situation. Chochinov (2013) 

addressed the challenges related to limited resources and time within the healthcare 

system. He implied that HCPs must advance a culture of care by setting aside 

sufficient time, inevitably supported by their institutions. He also suggested that the 

HCPs should focus their attention on attitudes towards patients, and in so doing 

strengthen their ability to promote dignity in care. Aoun et al. (2016) suggested that 

HCPs should work with tailored plans of care that meet individual needs, thereby 
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maintaining or restoring the patient’s sense of self. They found that such plans 

promote a more holistic care and strengthen the relationships between the patient and 

HCPs at the end-of-life. In our study, a more dual view concerning such plans of care 

emerged. On the one hand, GPs highlighted individualized plans of care as being 

crucial for meeting the needs of older women living with incurable cancer. They found 

it helpful to structure the treatment and care. On the other hand, CCs and HCPNs 

expressed discontentment with an increasing number of plans and healthcare 

procedures. They reported that a regime of detailed plans and procedures could be a 

barrier to an individualized care practice and could, in certain circumstances, 

undermine individual care. Consequently, this could create obstacles in seeing the 

women and their needs, making it difficult for the women to be seen by others, which 

could lead to dignity loss (Staats et al., 2021). When reviewing the literature, several 

studies have noted the constructive use of different interventions, models and plans of 

dignity care, which has been proven to heighten cancer patients’ sense of dignity, as 

well as bolster their sense of self-worth (Chochinov et al., 2008; Chochinov et al., 

2012; Chochinov, 2013; Guo et al., 2018). However, there is evidence that formal 

conversations and planning do not increase the likelihood that end-of-life care is 

consistent with patients’ preferences (Johnson et al., 2018). This outcome is somewhat 

contrary to the findings of Brattgjerd et al. (2020), a recent study exploring nurses’ use 

of an integrated care pathway for dying patients in Norway. Their study shows that the 

nurses perceived the pathway procedure and checklists as a useful tool, making them 

feel safer and more confident in their care practice. On the other hand, this study also 

identified challenges when applying such pathways to the care for dying patients. Our 

findings support the fact that certain conflicting dimensions, both advantages and 

disadvantages, could affect the practical use of individual plans of care. To enhance 

the objective of such plans and to strengthen the HCPs’ resolve to preserve the 

women’s dignity, plans of care should be provided with a level of sensibility and a 

clear explanation. Therefore, individual preferences and needs in each unique care 

situation should be acknowledged (Staats et al., 2021).  
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An important dimension to include in this present discussion is related to the way in 

which the healthcare services have developed over time in Norway. Since the mid-

1900s, municipal healthcare services have been restructured, in line with NPM ideas. 

Norway is a country with a wealth of geographic variety and the municipalities have 

been given responsibility for the use of economic resources within the healthcare 

services (Fiva et al., 2014). As stated by the HCPs in our study, this has created new 

challenges in the municipalities, when managing their work and ensuring dignity in 

care. These efficiency strategies can evoke feelings of insignificance and frustration 

among the older women (Staats et al., 2021). A study by Debesay et al. (2014) 

demonstrates the way in which efficiency requirements and time constrains affect 

HCPs and how they deal with changes in an organizational context. This study also 

highlights the feelings of insecurity experienced by patients when the HCPs close to 

the patients were given added work responsibilities. Hence, Den Herder-van Der 

Eerden et al. (2017; 2018) argue that a small number of key HCPs providing care is an 

important way of establishing a trusted relationship. They also argue that there is a 

need for integrated palliative care with professional teams and networks, rather than a 

standardization of care. The results from our study also call for the provision of care 

by a few but well qualified HCPs and add a new perspective on how insufficient HCP 

competence in certain situations can lead to conflicting values and principles in the 

care of older women. In particular, HCPNs reported that such conflicting values 

sometimes existed between themselves and their more target-driven managers, who 

prioritized plans of care influenced by efficiency, rather than individualized care based 

on collaboration. Additionally, GPs revealed a sense of distance between themselves 

and the older women, due to a lack of specialized competence, medical treatment and 

care for this patient group. Thus, our study provides a new insight into how dignity-

preserving end-of-life care can be understood as a matter, influenced by bureaucratic-

organizational dimensions. This is related to the way in which HCPs express 

disappointment concerning Norwegian healthcare authorities, which promise to fulfil 

the patients’ wishes of dying with dignity in their homes, regulated in the  

‘Dignity Guarantee’ (Ministry of Health and Care Services, 2010). Hence, the HCPs in 

our study experienced different challenges relating to the way in which the municipal 
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healthcare services were organized in terms of the effort to promote dignified end-of-

life care. These challenges were described as unsettling for the older women at their 

end-of-life, which sometimes resulted in undesirable hospitalizations (Staats et al., 

2021). Nonetheless, and despite organizational factors hindering HCPs providing 

dignity-preserving care, we agree with Holmberg et al. (2019), who highlight the 

importance of lowering the tempo of care at the end-of-life, in spite of organizational 

restrictions. Importantly, they point out that personal respect and an engagement to 

acknowledge the patients is important when providing end-of-life care. Despite the 

fact that this is a complex matter for HCPs, we argue that this will enable the older 

women to experience control in life to feel that they are being seen, heard and treated 

with dignity.  

 

6.1.2 Having a sense of control in one’s own life 

An overarching finding from all three studies and a vital dimension leading to the 

experience of dignity among the older women, was having a sense of control in life. 

Despite illness, uncertainty and unpredictability, they sought to establish a structure 

and a sense of control in their life situations. These findings are supported by a recent 

review in which autonomy and control are seen as two of the main drivers, enabling 

patients with cancer to preserve their dignity in life (Xiao et al., 2021). As for 

women’s health, Cain and Denny (2018) claim that making one’s own decisions is a 

crucial component of having a sense of control in life. They stress that HCPs should be 

responsible for making all options available to women living with cancer, regardless of 

context, since this strengthens women’s autonomy and provides them with options to 

make choices in line with their personal preferences. This is consistent with the 

findings in our study, showing that women were not always included in decision-

making processes that were important to them. They expressed, for example, a wish to 

be in charge and to have a certain control, when receiving health-related information. 

Our results highlight the importance of personal autonomy in relation to dignity 

preservation, as well as the need to balance the sense of being independent and being a 

receiver of assistance and help (Staats et al., 2020a).  
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In a recent governmental white paper in Norway, the Ministry of Health and Care 

Services (2020) conveyed a value-based message to the Norwegian citizens, in which 

‘user involvement’ and ‘personal preferences’ were accentuated as two of the six main 

principles to be emphasized in healthcare. These principles highlight the importance of 

treating all patients holistically and independently, and in so doing increasing their 

self-determination and quality of life when being incurably ill. This is also supported 

by Probst (2017) and Sergev et al. (2017), who maintain that HCPs should set their 

goals of care in line with older women’s values and wishes. They suggest a 

personalized approach to be used by healthcare teams, to meet the women’s care 

needs. Our results confirm the importance of such professional cooperation, with an 

individualized approach, however, we would add that emphasizing the creation of a 

flexible culture of care, is an important dimension, when striving for the goal of 

individualized care. The core aspects of such a caring culture are described by GPs, 

CCs and HCPNs as follows: to use the limited time constructively, having knowledge 

of the women’s situations and ensuring flexibility and generosity among HCPs. In this 

way, when the HCPs express calmness and presence, irrespective of the time frame, 

the women’s sense of control in life seems to increase (Staats et al., 2021).  

As for the ICs, Danielsen et al. (2018) point out that a high standard of end-of-life care 

should take into account the patient’s needs and preferences, in which the IC has a 

central role. If the patient prefers to stay at home, the support of the family seems to be 

fundamental and of utmost necessity. Our study supports these findings. Moreover, as 

Danielsen et al. (2018) do not have any gender perspective in their study, our findings 

add a new understanding of how the older women, despite their vulnerability, were 

preoccupied with caring for their ICs to prevent them from experiencing an exhausting 

caregiver burden. They, therefore, experienced a feeling of ‘self-care’ when their ICs 

were supported by others, nurturing their confidence and sense of control over their 

own situation. Another vital finding in our study was that the older, home-dwelling 

women experienced significant life changes when diagnosed with incurable cancer, 

leading to grief and a reduced sense of control in life, primarily due to decreased 

bodily control and a heightened need for support. This was experienced in certain care 

situations when the woman was laid bare, exposed to others and her personal integrity 
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was sometimes neglected by the HCPs. These findings are in line with Bruun 

Lorentsen et al. (2019a; 2019b), who gave an insight into the meaning of the 

ambiguous body, while exploring advanced cancer patients’ experiences of bodily 

changes in relation to dignity. They emphasize that the body is more than a physical, 

visible body and draw attention to the way in which the body can be unpredictable and 

disconnected with the self, when suffering from advanced cancer. They further 

highlight the importance for HCPs to understand what the body represents for the 

patients, when losing physical control. This understanding is crucial when aiming to 

provide dignified care that includes awareness and respect for the patients’ autonomy. 

In line with these findings, our study adds to the knowledge of how reduced bodily 

functions and sense of control in life affect the experience of dignity for older, home-

dwelling women living with incurable cancer. Moreover, our findings contribute to the 

understanding of several HCPs in their care practices, who are worried about violating 

the patients’ autonomy and self-worth, when the women are unable to communicate 

their wishes. We found that HCPs sometimes overshadowed and overruled the way in 

which these women wanted to live their everyday lives, leading to experiences of a 

loss of dignity. These findings are supported by Gott et al. (2020) who report that older 

women do not have the same end-of-life choices as men, and how gender may affect 

the decisions made by HCPs. This stems from gendered assumptions that women 

should care for their husband and not vice versa. Gott et al. also state that the concept 

of gender in palliative care research, practice and policy has been largely and 

unconsciously neglected, despite the knowledge that gender influences almost all 

aspects of end-of-life preferences, experiences and care. This is rooted in both 

biological sex differences as social gender disparities (Gott et al., 2020). Therefore, 

our study adds to the sparse base of knowledge regarding gender-specific needs, 

identifying what constitute experiences of dignity and dignity loss for older women 

living with incurable cancer.  

6.1.3 Living in a treasured and safe environment 

When the older women were situated in surroundings which made them feel safe, their 

sense of dignity was preserved. Our study has provided a broader understanding of the 

meaning of home for older women, as well as the sources influencing their preferred 
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place to stay. Since many studies have considered the number of home deaths and the 

underlying factors concerning the low number of people dying in their homes in 

Norway (Sorbye et al., 2015; Kjellstadli et al., 2018; Staats et al., 2018; Kjellstadli et 

al., 2020), we will focus on the concept of home and its value for these older women 

with incurable cancer. We found that most of them wanted to stay at home and 

described their home as a sheltered place to be. However, few of them wanted to stay 

in their home if their need for help from healthcare services became more advanced. 

They were more preoccupied with the quality of care than the physical place (Staats et 

al., 2020). These results reflect those of Hov et al. (2021) who found the value of 

quality care was of great importance to patients in the late palliative phase, living at 

home. Similar to our study, Hov et al. found that continuity of care, the correct 

symptom relief and the appropriate information from HCPs enabled patients to feel 

safe in their own home.  

 

In the literature, the notion of home has been investigated to clarify the meaning of 

home and its significance for older persons experiencing illness. Munkejord et al. 

(2018) distinguish between the ‘physical home’ where most older people have lived 

for years and have their routines, and the ‘feeling of being home’, which is shaped by 

the view and interior of the living environment, both inside and outside. Moreover, the 

meaning of home has also been studied within the context of nursing home and 

hospice care, where patients used terms such as ‘homelike’, ‘homelikeness’ and ‘at-

homeness’ in their description of the important aspects that increased their wellbeing 

and sense of being home. These terms include the vital dimensions of feeling safe, 

relaxed and protected in a personal way, within a social environment (Moore et al., 

2013; Saarnio et al., 2017). Our study concerns older women’s feelings of being in 

their own home, and we recognize the substance of these previous findings within an 

institutional context. From our ‘own home perception’ we will also add perspectives 

concerning the dignity-preserving experiences that these older female patients 

described: how they felt calmer and safer in their own home, a place in which showing 

their feelings openly was more natural to them (Staats et al., 2020). Our findings also 

add to the sparse knowledge base relating to the way in which an older women’s 
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preferred place to stay was affected by the level of compassionate care versus 

uncompassionate attitudes from HCPs, influencing the preservation of dignity (Staats 

et al., 2020a). Similar findings have been documented by Bigonnesse et al. (2014), 

who claim that feeling secure is largely influenced by physical and social aspects 

within a living environment. Freedom and choices of movement were identified as 

important elements related to the meaning of home in later life. 

 

In our study, several women shared stories describing how they felt their freedom in 

certain surroundings had been curtailed, increasing their sense of disconnection and 

alienation. This was experienced both in their own home and when being admitted to 

an institution – influenced by uncompassionate attitudes and limited support from 

HCPs (Staats et al., 2020). Admittance to an institution was, however, the preferred 

choice of some older women, who felt they were becoming a burden to their closest 

family and were too great a responsibility for their relatives. Such hospitalizations 

increased their confidence in the situation, however, paradoxically, also induced a 

sense of dignity loss, as their personal wish was to be able to stay at home. Wye et al. 

(2014) highlight how HCPs can contribute to ensuring that patients and their family 

experience a sense of security and peace at home. HCPs should be highly skilled, 

experienced and have a wholeheartedly warm attitude to end-of-life care. A 

willingness to initiate existential conversations and to have access to sufficient 

resources to fulfil these requirements, were found to be vital. In line with these 

findings, our study also evidences how the attitudes of HCPs, as well as the 

organization of healthcare services can influence the sense of dignity loss and the 

experience of being in an uncaring environment, when these necessities are 

overlooked. We found that GPs often avoided conversations of an existential 

character, as they were uncertain as to how to conduct such dialogues. We also 

revealed that CCs and HCPNs reported a general lack of competencies, as well as 

resources, hampering their efforts to offer patients dignity-preserving, end-of-life care. 

In summary, this often causes older women to experience a lack of security in their 

home, negatively affecting their feelings of living in what was their most treasured 

environment. Almaawiy et al. (2014) and Danielsen et al. (2018) have previously 
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identified similar findings in which they describe the collaborative meetings of HCPs 

in the patients’ home as a good start for end-of-life care. Encouraging the continuity of 

care with GPs providing home visits was also essential. This was shown to reduce the 

chances of unwanted hospitalizations. Conclusively, we argue that the preferred place 

to be for older women, and how they experience the ‘home’ when nearing end-of-life, 

is a diverse and personal matter. There is, however, much more to be learned about the 

concept of home, as well as the planning of end-of-life care in patients’ preferred 

places to stay. 

6.1.4 Experiencing an adjustable hope 

Remaining hope was documented as an essential source, enabling the older home-

dwelling women within this study to experience dignity. This helped them find new 

meaning and strength in their life situations (Staats et al., 2020). Little was found in 

the literature documenting hope and end-of-life care from the perspectives of older 

women with incurable cancer. However, regarding cancer patients in general, hope 

was found to drive their search for meaning in life and was seen as a core need and an 

adaptable tool, helping them cope with their illness experiences (Bovero et al., 2021). 

These perspectives illuminate an important relationship between hope and meaning in 

life, found in our study, with older women viewing hope as an existential and 

adjustable experience (Staats et al., 2020). Our study supports previous research 

involving hope and nursing care; Lohne (2021) emphasizes hope as a transformational 

and indispensable concept. She describes how dimensions of hope and hoping are 

always present, but are also influenced by contextual suffering and losses. Herrestad et 

al. (2014) recommend a pragmatic approach and state that there are different ways of 

understanding hope. They claim that seeking any sort of consensus as to what 

constitutes hope, is in fact futile. Hence, hope is a challenging concept – an abstraction 

that opens different rooms for action in different contexts. This corresponds with our 

findings that hope for a new curable treatment is replaced with hope for a sustainable 

pain treatment, as the illness progresses (Staats et al., 2020).  

 

Our findings also show that the older women’s hope for quality of care seems to be 

more important to them than the actual place to stay (Staats et al., 2020; Staats et al., 
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2020a). Another perspective concerning hope and the place of residence has been 

found by Baczewska et al. (2019) who describe that the level of hope is similar, 

irrespective of whether patients live in small, medium or large communities. They 

found that hope is more dependent on its content and magnitude, regardless of 

dwelling. Similarly, with regard to the hopes and wishes of the women to be met with 

respect and consideration by HCPs, we found that communication with HCPs, who 

portrayed a sense of calmness and presence, was of crucial importance (Staats et al., 

2021). Hawtorn (2015) and Mattes and Sloane (2015) identified that there is a need to 

improve such HCP skills within end-of-life care to protect the patients’ experience of 

hope. In particular, the GPs’ desire to convey a sense of hope while establishing early 

contact and a therapeutic communication, helping their patients prepare for the end-of-

life, was regarded as vital.  

 

We also identified how the older women struggled with feelings of hopelessness when 

they felt they were a burden to their ICs and even to their HCPs. They had to mobilize 

their strength to be seen and heard, and to be taken seriously (Staats et al., 2020; Staats 

et al., 2020a). Hammer et al. (2009) highlight this inner strength of the patients and 

emphasize the multidimensionality of hope. They visualize hope as a light on the 

horizon and encourage HCPs to be inspired and to reflect on the meaning of this 

metaphor. This is further based on the way in which Florence Nightingale walked with 

the lamp through the dark corridors and spread hope and light among the patients. 

Lohne (2021) also visualizes hope as an inner flame and relates this to a bright and 

shining ‘lighthouse’. This means, metaphorically, a bright and shining centre where 

pushing limits and increasing feelings of hope are crucial for promoting health. We 

found a similar metaphor in our study, adding a new understanding of dignity 

preservation and hope for older women; hope was experienced when finding one’s 

inner strength in the preparation for the last days and weeks of life. One woman 

expressed her hope for her death as follows: “like blowing out a candle”, to die 

peacefully without any difficulties. This metaphor visualizes the way in which the 

light of hope shone until the end of the patient’s life (Staats et al., 2020).  
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6.2 Developing a Model of dignity-preserving care for older, 
home-dwelling women with incurable cancer  

In this chapter, the empirical data will be further discussed in the dialogue with 

theoretical perspectives to develop a deeper understanding of the study results. The 

hermeneutical circle helped me achieve a dialogue with the texts of both the empirical 

data and the Theory of Caritative Caring by Katie Eriksson, in order to develop a new, 

empirical-theoretical understanding of our findings. Based on this understanding, four 

themes constitute the core foundation of dignity-preserving care for the older women 

participating in this study: feeling recognized as a worthy human being when 

experiencing suffering; having a sense of control in life when being invited into a 

caring communion; experiencing at-homeness when staying in a safe and meaningful 

living space and achieving optimal health and an inner peace when experiencing hope. 

The substance of this empirical-theoretical interpretation will finally be presented in 

the Model of dignity-preserving care for older home-dwelling women with incurable 

cancer. 

6.2.1 Feeling recognized as a worthy human being when 
experiencing suffering 

The empirical discussion highlights that when the older women live their lives as close 

to normality as possible, they uphold their sense of self-worth and dignity. To be able 

to fulfil their former cherished roles in life, being supported and met with 

consideration and gentleness by others, were of crucial importance. In this way, they 

felt safe and valued as individuals. According to Eriksson (1995, 1996; Lindström et 

al., 2018) and Nåden and Eriksson (2000), such relational interactions, being met with 

compassionate attitudes by HCPs, are vital value-based approaches within caritative 

caring. This involves respect and recognition, as well as the acknowledgement and 

confirmation of the absolute dignity of each human being – all important sources when 

developing a caring culture. An invitation to a caring culture confirms self-worth and 

equality for all human beings, regardless of their illness and what causes their 

suffering. Caring for older women living with incurable cancer in a caring culture, 

means caring for a person with absolute dignity, which is undeniable and granted by 
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virtue of being human. A person experiences dignity when they are being treated with 

respect by others, and when being in the presence of caregivers who have the objective 

of serving with love (Eriksson, 1996, 2006, 2013). Edlund (2013) underlines that 

dignity for older persons is having value as a human being, being seen, listened to, 

taken seriously and believed in. Recognizing the absolute dignity of older home-

dwelling women with incurable cancer has, therefore, been found to be a crucial 

source in dignity-preserving care.   

 

Another important discovery from the empirical point of view is related to the way in 

which the women experienced a sense of worthlessness in a shroud of illness, as their 

body weakened along with the progress of their cancer. Several experiences had a 

considerable impact on their sense of relative dignity, and a great deal of suffering was 

revealed in the women’s stories, as well as in the stories of the ICs and the HCPs. 

Eriksson (1994, 2006) claims that suffering, in its deepest meaning, is a form of dying 

from something, as suffering itself has no meaning. However, suffering makes human 

beings more sensitive and open to the purpose of life. In such a way, they are able to 

actualize their innermost being. In line with these perspectives, our observations and 

interviews gave us an insight into how the women grieved for their declining health, 

when they no longer felt whole and complete. Over time, this can lead to the 

experience of dignity loss among suffering human beings (Eriksson, 1994, 2006) – as 

found among the older women in our study. Exploring this topic helped me develop a 

further understanding of the suffering, in which I gained an insight into the lives of the 

older women, by observing their interaction with HCPs and their ICs. I identified that 

HCPs, seemingly unintentionally, sometimes overshadowed and overruled the 

women’s need for psychological and existential care. In particular, poor 

communication on an existential level between the women and the GP was observed. 

In these cases, a more superficial collaboration and a lack of depth in their caring 

relationship, were identified. In the process of interpreting how the older women 

suffered in these relational interactions with HCPs, the theoretical view of Eriksson 

(1992, 1994, 2006) was helpful. She emphasizes the great responsibility of HCPs to 

care for suffering human beings and underlines the importance of avoiding suffering 



81 
__________________________________________________________________________________ 

related to care. She accentuates that this is the most usual source of dignity violation 

in patient-HCP interactions, caused by caregivers with uncaring attitudes and 

behaviours, or by caregivers with limited awareness or knowledge failing to prioritize 

the patient’s own wishes and needs. This form of suffering related to care disturbs the 

patient’s rhythm of life and creates situations which threaten the patients’ experience 

of safety in everyday living. In such circumstances, individuals often feel rejected and 

mistrusted, condemned, punished, neglected and placed in a non-caring situation 

(Eriksson, 1992, 2006; Lindström et al., 2018). Such a non-caring act or intervention 

amplifies the burden on those already suffering due to illness (Eriksson, 1994). As 

shown in our study, women’s experiences of the side effects of their treatment, as well 

as their general symptom burden, can be considered as illness-related suffering. For 

these women, this led to a sense of dignity loss which negatively affected their 

physical and psychological condition. Finally, within the ontological perspective of 

suffering, suffering related to life concerns one’s own unique life, in which all aspects 

of being human are involved. Eriksson (1994, 2006) argues that a patient may 

experience suffering related to life just by being a patient, in which several 

circumstances disturb the rhythm of life. This form of suffering was experienced in our 

study when certain women felt being reduced to an incurably ill cancer patient – not 

being confirmed as a unique individual.  

 

As visualized in the Model of dignity-preserving care for older home-dwelling women 

with incurable cancer, which ontologically is anchored in Eriksson’s Theory of 

Caritative Caring (Eriksson, 1992, 2006; Lindholm & Eriksson, 1993), suffering and 

health are inseparable aspects of human existence and are understood as the opposite 

of one other. The suffering human being is seen as an entity of body, soul and spirit, 

while health applies to the concept of wholeness (Lindström et al., 2018). As such, we 

underscore the importance of a healthcare system, characterized by warmth and 

compassion – consisting of HCPs, who are able to see the wholeness of each of these 

older women and acknowledge them as worthy human beings. In addition, HCPs 

should be willing and sufficiently skilled to alleviate the older women’s suffering 

relating to illness, suffering related to care and suffering related to life and as such, 
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treat the women with dignity-preserving care. As I will discuss in more detail below, it 

is also crucial for HCPs to ensure that the older women have a sense of control over 

their lives, enabling them to be seen, heard and treated as human beings with freedom 

of choice. 

6.2.2 Having a sense of control in life when being invited into a 
caring communion  

The empirical discussion contributes a new level of understanding in relation to the 

way in which older, home-dwelling women experience reduced bodily functions that 

affect their control over their lives, when living with incurably cancer. In fact, their ill 

body was sometimes described as an obstacle to freedom. Edlund (2002) and Edlund 

et al. (2013) have previously described that freedom is a crucial dimension of human 

dignity. From the theoretical perspective chosen for this study, caritative caring aims 

to preserve the human dignity of suffering human beings, namely, older women with 

incurable cancer. As underlined by Eriksson (1994, 1996), absolute dignity is 

characterized by both responsibility and freedom. It is an inherent and inviolable part 

of the human being, granted through creation and can neither be called into question 

nor be taken away. In our study, several women were not able to carry out daily 

chores, due to their illness and were, therefore, dependent on others. They experienced 

a loss of their everyday, changeable sense of dignity, when their autonomy and self-

determination was threatened. Experiencing a lack of support and confirmation in their 

present state of vulnerability, negatively affected their relative dignity. Consequently, 

this led to a loss of control for the women – as described by Eriksson (1994, 1996) – a 

loss of respect and tolerance, to confirm human dignity. This external violation was 

mostly described in the relational interaction with HCPs, in which the women did not 

feel welcome. When the women in our study, on the other hand, experienced the 

appreciation and acceptance of others in relation to choices made, this helped preserve 

their relative dignity. Therefore, a genuine respect for their autonomy and their desire 

to have a sense of control over their life helped them preserve their human dignity. 

This also alleviated suffering related to care, when establishing a vital caregiving 

relationship.  

 



83 
__________________________________________________________________________________ 

The empirical view also highlights limited capacity and rigid services within a 

bureaucratic-organizational healthcare. This could generate difficulties, as well as 

value-based conflicts that endanger dignity preservation. We found that this hindered 

HCPs from acting in a professional manner, preventing them from focusing on the 

women’s independence and sense of dignity. The importance of the presence of others 

in relation to older women was found to be crucial, as their intention and willingness 

to provide care helped relieve the suffering of these women in everyday life, and as 

such increased their sense of having control. Within caritative caring, we refer to the 

concept of invitation, which is related to the acknowledgement and confirmation of the 

inherent absolute dignity of each suffering human being. Eriksson uses the concept of 

invitation as an act that occurs when the carer welcomes the patient into a caring 

communion (Eriksson, 1995; Nåden & Eriksson, 2000; Lindström et al., 2018). 

Through this caritative invitation, older women experienced being welcomed by their 

family and HCPs into this caring communion, characterized by closeness, patience and 

respect. When the suffering women were invited into such a caring communion, they 

experienced an intimate connection, warmth and the understanding they needed – a 

room where they have control in life. This requires a conscious attention to the time 

and space for the act of caring – to be able to give caring its significance. It is 

important to recognize that this communion cannot be taken for granted, as this 

requires effort from each HCP (Eriksson, 1995; Lindström et al., 2018). 

 

The caring communion between HCPs and the women, was found to be essential in 

upholding the women’s sense of control in life. However, frustration was found among 

the ICs when they experienced the opposite. They explained how the women had to 

mobilize all their strength to be seen, listened to and taken seriously, since many HCPs 

had a limited time to invest in forming relationships with these women. As such, the 

empirical discussion helped us understand that receiving HCP invitation and being met 

with gentleness was a vital source for relative dignity preservation in these older 

women. The experience of being seen, heard and treated as a human being, with 

freedom of choice was vital for maintaining a sustainable interrelationship. 

Importantly, the responsibility for this invitation lays in the hand of the HCP’s 
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(Eriksson, 1995; Lindström et al., 2018). Eriksson claims that by being present in a 

caring situation, which is an act of ethics – you oblige yourself to see, hear and witness 

the needs of the suffering human being. As formulated in her mantra of caring ethics, 

“I was there, I saw, I witnessed and I became responsible”, Eriksson (2013, pp. 70) 

calls attention to the substantial responsibility of HCPs in caring for the suffering 

human being. Therefore, as visualized in the Model of dignity-preserving care for 

older home-dwelling women with incurable cancer and based on the respect for the 

absolute dignity of each human being, we argue that HCPs should prioritize the 

preservation of the suffering person’s relative dignity, despite limited economic and 

organizational resources. For the women to have a sense of control in life, it was 

crucial to ensure that they felt understood and confirmed as individuals when being 

invited into a caring communion. To create such environments that shelter the 

women’s sense of having control and being treated with respect, spaces where the 

women can sense a feeling of at-homeness should be created. This will be discussed 

further below. 

6.2.3 Experiencing at-homeness when staying in a safe and 
meaningful living space  

The empirical discussion illuminates several sources influencing the older women’s 

sense of dignity, when living in a treasured and nurturing environment. Despite being 

incurably ill, the women enjoyed and cherished staying in their own home – a place 

where they felt confident and could more naturally verbalize their thoughts and 

feelings. The physical place to stay nearing end-of-life was of importance for the 

women, however, they did necessarily wish to remain in their own home. Admissions 

to an institution also enabled many women to feel secure and at peace. According to 

Eriksson (1987b, 2018) the physical living space is a concrete place to stay, consisting 

of primary functions in life. This is one of three living spaces described by Eriksson 

and vital for human health. Based on our findings, this place should be arranged 

according to what is treasured and nurturing for the women. It should also be a place 

where the women can feel safe, achieve proper treatment and care and be in charge of 

their own decisions. To promote such experiences in this physical living space, 

dignity-preserving care, provided by HCPs is of crucial importance. Within the second 
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living space, known as the psychosocial living space (Eriksson, 1987b, 2018), such 

care is also essential for the women. Being met with gentleness and understanding by 

HCPs and being confirmed as a valued human being increases their sense of dignity 

within this living space. Irrespective of staying at home or in a healthcare institution, 

the women’s wishes concerning the preferred place to stay when nearing end-of-life 

are affected by relational interactions. For the women to feel safe and experience 

meaningfulness, a third living space should be optimized. According to Eriksson 

(1987b, 2018) this is called the existential living space. In this living space, the women 

are able to live harmoniously embracing their values, inner thoughts and wishes, and 

as such preserving their identity, their hope and their needs. It is crucial that HCPs are 

aware of this existential living space and identify what is meaningful for each older 

woman. In fact, all three living spaces act as a foundation for movements in health 

processes, while searching for meaningfulness and experiences of dignity, irrespective 

of whether the women stay at home or in an institution.  

 

Our empirical view further points out that the stagnation of health processes takes 

place when the women experienced a loss of relative dignity, for example when not 

being met with gentleness in their own home. Using the theoretical perspectives of 

Eriksson (2018) we argue that the living spaces in such cases were not optimized. The 

absence of care, which affects older women’s relative dignity, is also described by 

Mann (1998). He argues that each culture defines an invisible personal space around 

the self, which may be violated if entered without permission. He also claims that this 

personal space can be entered by HCPs, if permission is given by the patients, 

potentially leading to dignity-preserving care experiences, when this relationship is 

based on trust and compassion. The findings from our study support these reflections, 

as such relational interactions within the psychosocial living space were found to be 

crucial for the women. We, therefore, argue that when this living space is optimized, 

together with the physical living space and the existential living space, the women’s 

experiences of dignity and emotional safety in their living environment are 

strengthened.  
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As previously described, the quality of care was regarded as more crucial than the 

physical living space, and without the three living spaces being optimized – emotional 

security and the experience of dignity will not be preserved (Eriksson, 1987b, 2018). 

Therefore, it can be fruitful to focus attention on the older women’s environment and 

explore the meaning of home from a theoretical perspective. When describing the 

physical living space of older, home-dwelling women with incurable cancer, there are 

several ways of determining the substance of the concept of ‘home’. Eriksson uses the 

concept of a caring culture, as a substitute for the terms, environment and context of 

care. This characterizes the total caring reality, founded upon cultural elements such as 

traditions, rituals and basic values. Welcoming a suffering human being and meeting 

their needs, is essential for developing a compassionate caring culture (Eriksson, 1996, 

2006; Lindstrøm et al., 2018; Nåden & Eriksson, 2000). Eriksson’s theoretical 

viewpoints may help us understand how the HCPs in our study describe a flexible 

culture of care as a vital, valuable-based foundation for dignity-preserving care. Using 

the limited time given positively and expressing calmness and presence, are core 

aspects of such a culture of care. Within the caritative caring culture, Eriksson argues 

that this caring communion requires meeting in time and space, and is an absolute, 

lasting presence (Eriksson, 1992b). This study increases the understanding of how the 

women’s family and the HCPs created such a caring communion, based on closeness, 

patience and respect. When the women were invited into the caring communion, they 

experienced a connection and warmth in their relational interaction with others and 

perceived a sense of understanding from their surroundings. We, therefore, argue that 

this is a crucial source of dignity preservation among suffering older women when 

living with incurable cancer.  

 

Östman et al. (2019) present the concept of at-homeness in their study, the aim of 

which is to deepen the ontological understanding of ethics and health within a caring 

and nursing environment. They state that when a human being connects to his or her 

ethos, a sense of at-homeness occurs. This gives the human being courage, joy, 

warmth and an inner force. Moreover, a similar study, exploring the home as ethos of 

caring (Hilli & Eriksson, 2019) revealed that the home as ethos is an inner ethical 
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dimension within the human being. Hilli and Eriksson emphasize that patients who 

feel a sense of at-homeness are in contact with their ethos, the self and dare to follow 

their inner voices. They also focus on the perspectives of HCPs and claim that nurses 

who understand the importance of at-homeness are able to invite patients into a caring 

relationship. 

 

Based on the caritative theory of caring and visualized in the Model of dignity-

preserving care for older home-dwelling women with incurable cancer, we argue that 

feelings of at-homeness and dignity are experienced in the place in which you reside, 

when the physical living space, the psychosocial living space and the existential living 

space are optimized. This theoretical view shows us how women search for health 

promotion within these living spaces and helps us understand how support, 

compassion and the presence of others are crucial sources in the dignity-preserving 

care of older, home-dwelling women. Thus, we believe that when HCPs recognize the 

older female patients as unique human beings and invite them into a caring 

communion, the older women feel safe and will experience being confirmed in their 

living environments. Further crucial dimensions leading to dignity-preserving care are 

the experiences of hope and an inner peace, which will be discussed below, in the last 

section of the discussion. 

6.2.4 Achieving optimal health and an inner peace when 
experiencing hope  

The empirical-based knowledge from this study shows that maintaining a sense of 

hope was crucial for the older women in terms of preserving their dignity experience 

when nearing end-of-life. Their hope was related to different aspects, such as hope that 

their current treatment would relieve burdensome symptoms or hope for a curable 

treatment in the near future. Importantly, the study shows that this hope was also an 

existential and adjustable experience and that the women’s inner wishes, and what 

they hope for, is changed as their illness progressed. These findings can be related to 

the expression of hope and the will to live, as described in Eriksson’s Theory of 

Caritative Caring. She states that when hoping for something, the human being has not 

given up; in fact, the person believes in the future (Eriksson, 2018). As the empirical 
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discussion emphasizes, the women’s hope was an essential aspect within their 

challenging and uncertain life situation. The presence of HCPs in care situations and 

the interest shown in the women’s life-stories seemed to strengthen their hope. This 

adds to the theoretical viewpoint of Eriksson (1987b, 2018), which states that hope is 

closely related to other people’s efforts to care. In these interactions, hope was a 

crucial element for human well-being and health. When HCPs were able to preserve 

care based on trust and comfort, they were able to support the suffering human 

foundation for experience hope as a meaningful dimension in life. All human beings 

have their own personal development and a capability for growth, as they can create 

new dimensions of health when suffering, and can as such, perceive dignity in care 

(Eriksson, 1992, 1994).  

 

All human beings have a form of faith, and faith and hope belong together. A human 

being that can mediate faith, hope and love independently, is able to achieve a certain 

level of inner peace and freedom (Eriksson, 1987b, 2018). We found that to achieve 

such peace and freedom, the love and care of others were prerequisites for the women 

in our study. Eriksson claims that faith can have different dimensions. For many 

human beings, religious faith is fundamental, being an essential endorsement of hope 

when nearing end-of-life. For others, faith is related to what you hope for within the 

context in which you live, such as experiencing health as an integrated whole. As for 

the ontological perspective, the desire for optimal health is conceived as a 

development and movement towards a deeper wholeness – a forward-moving motion 

to fulfil one’s potential in life (Eriksson, 1987a, 2018).  

 

The empirical view outlines how a forward-moving motion could also stagnate and 

how certain women struggled with feelings of hopelessness, when they felt 

insignificant and subsidiary to others. An additional source leading to dignity loss 

when being in a vulnerable state was the feeling of being overridden by others, which 

consequently, led to suffering related to care, but also a search for hope. Eriksson 

states, ‘Where there is suffering, there is also love and a possibility of growth’ 

(Eriksson, 2018, p. 376). Moreover, caritas, meaning love and charity is required in a 

caring relationship among those who are suffering. Caring for a suffering human 
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being, is always a struggle between the good and the evil, between hope and 

hopelessness, and between life and death (Eriksson, 1987a). Using the perspective of 

Eriksson (1994, 2002, 2018) finding meaning in these women’s suffering involves a 

movement in which there is a will to live. We argue that HCPs can enhance this 

movement, by acknowledging what nurtures the sense of meaningfulness and hope in 

the lives of these women, and in so doing maintain the older women’s dignified 

experience of living in a process of constantly becoming. However, people can always 

choose whether to channel their suffering into positive growth or allow their suffering 

to become an obstacle to such a development. For suffering to be a source of personal 

growth towards optimal health, human beings need confirmation from others in their 

suffering (Eriksson, 1994, 2006, 2018).  

 

As visualized in the Model of dignity-preserving care for older home-dwelling women 

with incurable cancer, the quotes show how hope is an existential and adjustable 

experience. As expressed by certain women in this study and described as a crucial 

dimension of hope, staying in a place where one can experience human worthiness and 

achieve optimal health when nearing end-of-life, is vital. Thus, based on the findings 

of this study, we argue that this is a core foundation for promoting the experience of 

inner strength and freedom, as well as personal hope and peace, when nearing end-of-

life. As described by Eriksson, “promoting what is good” lies in the ethos of caring. 

We believe that by following this lead, HCPs can meet the needs and wishes of older 

women living with incurable cancer at home – allowing them to die with dignity. 
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Figure 9:  Model of dignity-preserving care for older home-dwelling women with incurable cancer  
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7. Methodological considerations and limitations  

Qualitative researchers aim to provide interpretive material that makes the world 

visible, by attempting to make sense of or understand the meanings that people bring 

to them (Denzin & Lincoln, 2011, p. 3). In our project, we chose to use participant 

observations, in-depth interviews and focus group interviews as tools for data 

collection. These three approaches contributed to producing empirical data, considered 

as complementary sources, capable of answering the research questions addressed. As 

a researcher, I am responsible for making this process of data gathering and 

interpretation as transparent as possible, increasing the trustworthiness of the study. 

Therefore, being humble, honest and capable of emphasizing reflexivity have been my 

fundamental motives during the research process.  

7.1 Reflexivity 

Becker (2014) claims that being objective and avoiding taking sides is a very 

challenging task, requiring us to adopt an open approach and to be reflexive 

throughout the research process. Moreover, we must always be transparent, clarifying 

the boundary of our scope of study, as well as limiting our conclusions carefully. 

These crucial aspects will be discussed below.  

Philosophical hermeneutics does not constitute finding a ‘technique’ of interpretation, 

but rather an event in which meaning is created and transformed, with the aim of 

understanding the phenomenon under investigation (Gadamer, 2010; Freeman, 2011). 

The purpose is not to present the truth, but to explore and bring to light potential 

interpretations and horizons of understanding. We are aware of how the hermeneutic 

circle of understanding is an infinite process in nature, and how it will always be 

possible to identify new ways of interpreting data (Gadamer, 2010). Moules et al. 

(2015) underline the importance of being humble in relation to these other 

interpretations, and as such, we have kept the doors open for other perspectives and 

have presented our findings in terms of suggestions and possibilities. It is vital to 

reveal the perceived strengths and limitations of the choices made during the research 
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process. When carrying out participant observations in the home of incurably ill 

women, I strove to be a natural part of the setting, making use of my previous 

experiences as a CC, so as to establish a secure and positive atmosphere during the 

data collection phase. The six participant observations were not followed up by new 

observations, which potentially limited insights into the participants’ everyday lives, as 

well as the interactions with HCPs in their homes. The decision to conduct just one 

observation of each participant was primarily taken so as not to inconvenience these 

older women, but also as a result of the challenges of organizing and attending such in-

frequent home-meetings with HCPs. Moreover, only one interview was conducted 

with each participant in all three studies. As a research team, these potential limitations 

were carefully discussed, and in studies I and II, the obligation of having sensibility 

towards the vulnerability of incurably ill women and ICs was a leading principle in 

protecting their integrity and dignity. There is a need for moral sensitivity as an 

important motivation to “do good” and “to care” (Heggestad et al., 2013). 

Being both an oncology nurse and a researcher might have affected the interview 

situations in which I possibly made premature conclusions. However, my background 

as an oncology nurse was probably also a strength, due to my communication 

experiences with patients, ICs and HCPs. During the data collection phase, all 

participants willingly shared their experiences and personal histories, which provided 

us with rich descriptions and a thorough foundation of data. Nevertheless, it might be 

argued that the number of participants was rather small, and the experiences cannot be 

considered typical in the sense of being findings that can be generalized to older 

women living with incurable cancer, in general. However, we believe that all 

participants contributed to the rich data, making valuable contributions to the existing 

knowledge base of dignity-preserving care within the municipal healthcare services for 

older women, living with incurable cancer at home.  

In study III, the proportion of CCs and HCPNs, respectively was imbalanced. We 

accept that this might have led to a stronger weighting of CCs’ experiences and views 

concerning dignity-preserving care. However, as a researcher, I strove to focus 

attention on the valuable views of the two HCPNs, participating in the study. 
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Moreover, when using the snowball method to recruit GPs, the sample could have 

been restricted to a rather small network, increasing the likelihood of including 

participants who shared the same characteristics and interests in the research topic. 

Moreover, due to COVID-19 restrictions, the in-depth interviews with GPs were 

carried out digitally, which might have limited the interactional aspects of the data 

collection, such as thinking and feeling behaviours. However, irrespective of all the 

choices made, both intentional and unintentional, the researcher is responsible for 

establishing a trustworthiness, by describing the research process thoroughly (Fleming 

et al., 2003). This important aspect will be discussed further below. 

7.2 Trustworthiness 

Polit and Beck (2017) describe trustworthiness as the degree of confidence that 

qualitative researchers have in their data and analyses. I will present four criteria to 

assess the trustworthiness of qualitative research, formulated and recommended by 

Lincoln and Guba (1985); study credibility, dependability, confirmability and 

transferability, as well as a fifth criterion, authenticity, which was subsequently 

described by the same authors (Lincoln & Guba, 1994). These criteria have been used 

by many qualitative researchers over the years (Creswell & Miller, 2000; Watson, 

2009; Elo et al., 2014; Polit & Beck, 2017; Creswell & Poth, 2018), as well as Fleming 

et al. (2003) who refer to them as being applicable for a Gadamerian research process, 

which is of great relevance in this study. I will now move on to discuss these in the 

same order as introduced above, starting with study, credibility.  

7.2.1 Credibility 

Credibility refers to the confidence and truth in relation to the interpreted data (Polit & 

Beck, 2017). We strove to establish credibility by means of a thorough reflection of 

our pre-understandings and to build study transparency throughout all phases of this 

research project. As Lincoln and Guba (1985) point out, the first step is to carry out the 

research process in a credible way. We initiated the project by establishing an advisory 

board to ensure ‘Patient and Informal Caregiver Participation in Research’ 

(PAICPAIR) as including the perspectives of these individuals when planning and 
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carrying out the project strengthens the research credibility (Staats et al., 2020b). 

During the project period, I had a sound collaborate with patients and IC 

representatives as co-researchers, acknowledging them as experts in relation to the 

subject under investigation. Their competence and contributions were unique and of 

great value in all phases of the research process. They contributed to the formulation 

of the study’s aim, participated in the development of information letters and interview 

guides, and read the analyses and article drafts. Enhancing study credibility was also 

sought by creating an open atmosphere during the interviews, summing up parts of the 

conversation and then asking the participants to determine and correct their statements. 

Moreover, as a research team we reflected upon our pre-understanding and various 

backgrounds, and continuously focused attention on the research questions throughout 

the research process. This made us aware of and curious about our varying 

expectations, so as to avoid making premature conclusions during the process of data 

interpretation.  

 

7.2.2 Dependability 

Dependability relates to whether the participants’ stories are credible and consistent 

over time, when being repeated under different conditions (Lincoln & Guba, 1985; Elo 

et al., 2014). As Polit and Beck (2017, p. 559) point out, “Credibility cannot be 

attained in the absence of dependability”. To obtain study dependability, transparent 

documentation of the research process was necessary. The recruitment procedure was 

distinguished by the characteristics of the sample, using a language that I believe was 

meaningful and understandable to the reader/study audience. In line with the 

perspectives of Creswell and Poth (2018), I strove to understand the phenomenon 

under investigation when meeting participants in person, spending time in their 

surroundings. However, I also asked myself the questions, “did I get it right?” and 

“could I have understood this experience differently?” It is of crucial importance to 

have a critical and cautious attitude and to reflect on such questions throughout the 

research process. To increase the study dependability ensuring thick descriptions of the 

phenomenon under investigation were stressed. In the process of data interpretation, 

we created transparent documentation to demonstrate the way in which certain themes 
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and sub-themes were formulated from the transcripts and mind maps, with preliminary 

interpretations. We also repeatedly discussed the initial formulation of the study results 

within the research group, for example, when evidence contradicted our pre-

understanding and there was a need to review alternative interpretations.  

7.2.3 Confirmability 

In qualitative research there is always the potential risk of incongruence in relation to 

the researchers’ and the participants’ voices (Lincoln & Guba, 1985; Polit & Beck, 

2017). Confirmability concerns establishing data which represents the same 

information provided by the informants. For the study to achieve confirmability, data 

must not be invented by the enquirer (Polit & Beck, 2017). In line with Elo et al. 

(2014) and Polit and Beck’s (2017) suggestions, we, as a research team, were 

responsible for the relevance and accuracy of the data and its interpretation. We held 

several meetings to discuss the adequacy of the interpretation process, when 

developing different themes and sub-themes. To strengthen the confirmability of the 

data, we also reflected upon our pre-understanding, so as to move away from our 

former pre-conceptions and to be open to new horizons of understanding (Gadamer, 

2010). It was important for us to make the processes of decision making visible to the 

readers, enabling them to understand how the themes emerged from the data. This kind 

of transparency is part of a procedure called triangulation (Lincoln & Guba, 1985; 

Creswell & Miller, 2000). In this project, we chose to include in-depth interviews, 

focus group interviews and participant observations in the data collection process to 

increase the confirmability. Additionally, we searched for convergence among these 

different sources in the process of formulating the themes and sub-themes of this 

study.  

7.2.4 Transferability 

The purpose of writing thick descriptions of our research project was also to provide as 

many details as possible. This enabled the readers to make assessments on the 

applicability of the findings to similar contexts or settings (Lincoln & Guba, 1985; 

Creswell & Miller, 2000). As qualitative researchers, we were looking for the view of 

other people, the view of the study participants, collected during interviews and 
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participant observations. We also acknowledged the view of our advisory board, as 

well as the feedback from the peer reviews of our papers. The co-researchers in our 

advisory board (Staats et al., 2020b) participated in discussing their perspectives on the 

transferability of the findings, whether they related to patients within other contexts, 

such as those suffering from a non-cancer-related incurable illness, yet also in need of 

palliative care. As researchers, the responsibility to provide sufficient descriptive data 

for the reader to evaluate the transferability in relation to other contexts, is of crucial 

importance (Polit & Beck, 2017). In our project, the number of participants were 

insufficient to allow for generalized conclusions. Moreover, in qualitative research, 

generalizability must be set aside in favour of an in-depth understanding of the 

phenomena under investigation (Creswell & Poth, 2018). A procedure used to ensure 

transferability in qualitative studies, is to systematically and accurately describe the 

connection between the results and the collected data (Elo et al., 2014). The findings 

of studies I, II and III are presented with quotes from incurably ill women, ICs and 

HCPs, respectively, to demonstrate the connection between the data and the results of 

each study. Additionally, in this present thesis, the collected data and the results of the 

three studies are interpreted and described as a whole. 

7.2.5 Authenticity 

A qualitative research paper has authenticity when it conveys the feelings and mode of 

participants’ lives as they are lived. Such a text also invites the reader to develop a 

heightened sensitivity to the issue, when the author portrays the feelings, experiences 

and the context of those lives (Lincoln & Guba, 1994; Polit & Beck, 2017). In this 

research project, our objectives were to identify and describe the feelings and 

experiences of the older women, ICs and HCPs. It was of crucial importance for us to 

formulate these as they were expressed by the participants themselves, to ensure 

authenticity and to bring to light dignity-related experiences. The purpose of this 

quality criterion, formulated by Lincoln and Guba (1994), is to convey the feeling or 

tone of the study participants in such a way that helps the readers develop an 

understanding of the participants’ experience. There is a tacit assumption that empathy 

between the researcher and the participants will increase the possibility of collecting 
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richer and more detailed data – which in turn will produce more credible and 

trustworthy research findings and a stronger authenticity in the presentation of the 

participants’ viewpoints (Lincoln & Guba, 1994; Watson, 2009).  

 

Throughout the whole research process, we emphasized a reflexive approach, 

anchored in the hermeneutical circular process. Our understanding was developed 

through the movement of initial interpretation of each interview texts and observation 

notes. Subsequently, an interpretation across all individual texts aimed to better 

understand the text a whole, as such an understanding would also help us increase our 

understanding of parts of the text. Within this circular process, constructive 

interactions among the researchers are an essential part (Moules et al., 2015). We 

interpreted our findings through our chosen theoretical lens; other researchers may 

have developed an alternative understanding of the subject under investigation, 

utilizing alternative theoretical frameworks. Conclusively, employing other theoretical 

perspectives could have led to richer data material opening for other understandings 

(Brinkmann, 2015). Finally, although our understanding of the phenomenon of interest 

cannot be generalized across a broader population, this research project offers a deeper 

understanding of dignity-preserving care for older women living with incurable cancer 

at home – from the perspectives of the older women themselves, their ICs and HCPs.   
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8. Conclusion and future perspectives 

Based on the perspectives of older women living with incurable cancer at home, their 

ICs and HCPs, we have developed an empirical-theoretical model of dignity-

preserving care for older women living with cancer at home. A hermeneutical 

methodology was chosen for our exploration of the chosen research questions, to 

increase our understanding of this subject.  

 

A vital dimension leading to the experience of dignity for older women was the feeling 

of being recognized as a worthy human being when experiencing suffering. Being able 

to participate in daily chores and maintain their cherished roles in lives, helped them 

uphold their sense of self-worth and dignity. Being respected and confirmed as human 

beings and not regarded solely as an incurably ill cancer patient, was found to be 

crucial for them. When HCPs treated them with consideration, warmth and gentleness, 

these older women felt safe and valued as individuals. However, we also found that 

organizational restrictions, efficiency strategies and a lack of competence on the part 

of HCPs, could negatively affect the women’s perceptions of being worthy human 

beings – leading to dignity violations and suffering related to care.   

 

Another vital aspect enabling these older women to experience dignity was having a 

sense of control in life. Being seen, heard and treated as human beings – by a caring 

communion, was vital in upholding their sense of dignity and self-determination in 

life. We also identified that they sometimes felt subsidiary to others and experienced a 

loss of relative dignity when their autonomy was threatened. For many, their ill body 

was described as a barrier to freedom, and we found that their level of bodily function 

had a crucial impact on their sense of control in life. This study also found that a 

bureaucratic-organizational healthcare system with limited capacity and rigid services, 

could generate organizational challenges and value-based conflicts, constituting an 

obstacle to dignity-preserving care practices.  

 

Furthermore, we found that when the older women were situated in surroundings that 

made them feel safe, their sense of dignity were promoted. Most women wanted to 
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stay at home in their present state of incurable illness. The home was described as a 

place where they could enjoy and cherish the quality of everyday life, express their 

feelings and maintain relational interactions with others. However, we found that when 

nearing end-of-life, they were more preoccupied with the quality of care than the 

physical living space. This was influenced by the compassionate versus 

uncompassionate attitudes of HCPs, as well as a general lack of competency and 

resources within homecare services. Experiences of disconnection and alienation were 

evident both in the women’s homes and within institutions, if their freedom of choice 

was compromised. This was shown to bring about experiences of dignity loss, 

reducing their feelings of at-homeness.  

  

Finally, maintaining hope was considered as a vital source to preserving the dignity of 

older women living with incurable cancer at home. We found hope to be an adjustable 

and existential experience, changing concurrently as the illness progressed. Sources 

leading to loss of dignity and a loss of hope were related to feelings of being 

overridden, not being able to communicate their preferences and struggling with inner 

existential thoughts. These situations, consequently, led to suffering and experiences 

of hopelessness. For the older women to perceive dignity in their lives, their innermost 

hopes and wishes for a meaningful and safe life must be taken into consideration. A 

crucial dimension of hope for these women was also related to residing in a place 

where they could find inner strength and freedom as worthy human beings, where they 

could be confirmed by others in their suffering and where they could die with dignity.  

8.1  Implication for care practice 

We consider dignity-preserving care to be a core dimension when meeting older 

women living at home with incurable cancer. We argue that there is need for increased 

knowledge concerning women’s health and ageing in the municipal care practice, as 

health policies seem to lack the important perspective of dignity-preserving care. 

There is also a need for awareness concerning the social and historical context of 

gender differences, as well as an account of the current context of women’s health in 

Norway. Therefore, governmental action plans regarding future, municipal end-of-life 
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care for home-dwelling citizens should include perspectives of gender-specific care. 

This study contributes to the knowledge base relating to dignity-preserving care for 

older, incurably ill women.  

 

Based on our findings, we suggest a stronger collaboration within the municipality 

healthcare services and advise GPs, CCs and HCPNs to create networks for mutual 

reflections and to focus on different measures and initiatives to improve the quality of 

end-of-life care for older women. It is also of crucial importance to implement 

knowledge from this study within educational programmes to define learning 

outcomes, and as such, to reach healthcare students responsible for the care of this 

target group in the future. Therefore, we recommend that emphasis be placed on the 

following to promote dignity-preserving care practices for older, home-dwelling 

women living with incurable cancer at home: 

HCPs being able to see the wholeness of the older women, acknowledge them as 

worthy human beings – as women, wives and mothers, ensuring that these roles still 

influence their lives.  

The older women should be invited into a caring and confirming communion, enabling 

them to feel loved and understood as a human being When establishing such a vital 

caregiving relationship, based on trust and care, human dignity will be sheltered and 

suffering related to care will be alleviated. 

A genuine respect for the women’s autonomy is crucial, acknowledging individual 

preferences and needs in each unique care situation. It is important to respect the older 

women’s need to have a sense of control in life, in which they are being seen, heard 

and treated as human beings, with freedom of choice. 

When these older women fear to lose their control in life and feel subsidiary to others, 

HCPs should utilize an approach based on sensitivity and generosity – creating an 

environment in which the women can experience a sense of control and at-homeness.  

Professional cooperation with an individualized approach and an emphasis on the 

creation of a flexible culture of care should be promoted. This means using the limited 

time given constructively, having knowledge of the women’s situations and ensuring 
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flexibility and generosity among HCPs. When HCPs express calmness and presence, 

irrespective of the time frame, the women’s sense of control in life could be 

strengthened.  

A healthcare system should be established, characterized by warmth and compassion, 

consisting of HCPs willingness to prioritize the suffering patients’ relative dignity, 

despite limited economic and organizational resources.  

An acknowledgement of the hope expressed by these older women as an adjustable 

and existential experience means different things to different women. It should be 

noted that hope – and what is considered valuable in their life – seem to change as the 

illness progresses. 

It is important to show an interest in the older women’s life-stories and anchor caring 

in the core dimensions; trust and comfort. This seems to strengthen their hope and 

helps alleviate their suffering, when finding new meaningful dimensions in life.  

It should be remembered that hope is also closely associated with finding one’s inner 

strength – visualized as a light that is perceived as existing until the end-of-life. 

Therefore, the love of the caregiving other is a prerequisite for older women, 

facilitating their experience of hope and inner peace, when living with incurable 

cancer and dying with dignity. 

8.2  Further research 

This study encourages further research to increase the understanding of crucial aspects 

related to dignity-preserving care for older, home-dwelling women living with 

incurable cancer.  

 

We found that there is an increased likelihood that older, home-dwelling women are 

treated with dignity during the final period of their lives, if dignity-preserving care and 

gender perspective are prioritized and implemented in the education programmes of 

HCPs. We, therefore, recommend further research to expand HCPs’ knowledge on this 

important subject. 
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HCPs provide care for the study target group, and we have suggested a greater 

collaboration between the different professions in the municipal healthcare services. 

Therefore, future research should explore how research-based knowledge of dignity-

preserving care can be implemented as an integrated part of end-of-life care within the 

municipal healthcare services. In addition, future research should focus on the 

networks of GPs, CCs and HCPNs, as well as other professionals involved in the care 

of older, incurably ill women living at home. This should, subsequently, be utilized to 

explore ways in which to improve the quality of end-of-life care.  

 

This research project documents the crucial impact on ICs, involved in the care of their 

wife, mother or sister. In addition to their shared experiences concerning dignity-

preserving care for incurably ill, older women, we identified how the ICs themselves 

struggle in their everyday lives. We, therefore, recommend further exploration of the 

way in which this impacts ICs on a personal level. Increased knowledge is also needed 

concerning HCP interventions directed towards ICs and the social network of older 

women in general, demonstrating how HCPs have a crucial influence on dignity-

preserving care.  

 

As this study focuses on the specific group of older women, living with incurable 

cancer at home, we believe there are similarities that are transferable to other groups of 

vulnerable patients. It might be possible to explore the meaning of dignity-preserving 

care in more depth, using the qualitative studies for other target groups and further 

developing this crucial dimension within healthcare. We, therefore, encourage other 

researchers to adopt our research findings, while identifying and documenting 

experiences leading to dignity and dignity loss among other groups of patients – and as 

such continue this conversation after us.   
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