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Abstract 

Bereaved family members’ VOICES of support and care during the last three 
months of life for people with advanced illness 

Anna O’Sullivan 
 
This thesis is in the subject of palliative care within the research field ‘The 
individual in the Welfare society’. The overall aim was to investigate bereaved 
family members’ experiences of support and care during the last three months of 
life for people with advanced illness. It encompasses four studies, in study I the 
VOICES (SF) (Views of Informal Carers – Evaluation of Services (Short Form)) 
questionnaire was validated, and in studies II-IV a survey design was employed 
using VOICES (SF). The survey sample consisted of 485 bereaved family 
members (20-90 years old, 70.7% women) of people who had died in one of four 
hospitals, in two Swedish healthcare regions, between August 2016 and April 
2017. VOICES (SF) was found feasible for use in a Swedish context in study I, 
however, the construct of some parts in the questionnaire was found not to be 
optimal when used in studies II-IV. Further development and validation is, 
therefore, recommended. The care place/care service was central for family 
members’ experiences of care and support. The importance of that the ill persons 
received care according to their needs was stressed, but the delivery of the care - 
with respect, dignity and empathy - was equally important. Most of the family 
members were satisfied with the care; however, about a fifth were not, indicating 
a need for improvement. The type of care, diagnosis, length of illness, educational 
attainment, and the relationship between the deceased person and the family 
member, influenced the experiences of care. This confirms that there are potential 
inequalities in care at the end of life. End-of-life communication and the support 
given to family members was not experienced as optimal. Family members 
expressed the importance of healthcare staff providing them with clear 
information, their own difficulties in recognising imminent death, and the value 
of a follow-up conversation with a healthcare professional who was present at the 
time of death. This thesis project has provided novel and important knowledge 
about the content and quality of care during the last few months of life, for all 
groups with potential palliative care needs, hence contributing to the discourse 
concerning quality of care at the end of life and placing care at the end of life on 
the agenda of the Swedish welfare society. 

Keywords Family members, quality of care, care place, care service, satisfaction, 
information, end-of-life communication, palliative care, end-of-life care, 
VOICES questionnaire, involvement in decision-making, respect and dignity, 
support 
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To all involved in care at the end of life: ill persons, family members,  

healthcare staff and policy makers – everyone should receive care  

and support according to needs at the end of life,  

delivered with respect, dignity and empathy,  

no matter who or where you are 
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Family members In this thesis, the term family members refers to 

spouses/partners, children, siblings, parents, friends and other people listed as the 

persons closest to the deceased persons, included in the studies 

Informal care Unpaid care provided by family or friends 

Socio-economic factors Social and economic factors, e.g. income, education, 

employment, wealth, where one lives and social support that can affect how well 

and how long one lives. These factors affect our ability to make healthy choices, 

our understanding of illness, our utilisation of healthcare and so on. They are 

connected, i.e. education gives employment, employment income and income 

community choices etc.  
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Preface 

From early on, caring, and later nursing, has been part of my life and with that 

also care at the end of life and in death. This has been both on a professional 

level, in the care of people with advanced illness or older people, and on a personal 

level, in the care of my grandparents. I have experienced situations that have left 

me feeling greatly disappointed in how the care at the end of life is organised and 

provided. When I, twenty years old, with no nursing training, worked nights in a 

nursing home, I found that one night, between my rounds, two of the residents 

had passed away in the night alone. Another experience is how, in my Granny 

Milvi’s nursing home, people went to hospital when they were ill and never came 

back, and it was not talked about. I recall how my Grandad spent his last weeks 

of life receiving extraordinary care in a wonderful hospice. All of this has shaped 

me and nurtured my interest in palliative care. In my work as a nurse at the Red 

Cross Healthcare centre for undocumented migrants, I learnt a lot about 

inequality in care and inequality in living conditions in general. During my work 

at the Healthcare centre I met patients in need of palliative care. The memory of 

one patient has always stayed with me. An older woman who had come to Sweden 

to visit her daughter who lived here. The woman had a severe stroke and could 

not return home, her visa then ran out and she became an undocumented migrant 

with great unfulfilled care needs. She was restricted to bed and received care from 

her daughter when she was not working. It made me reluctantly realise that there 

are flaws in our renowned welfare state. I had a growing desire to learn more 

about care at the end of life and more about conducting research. I discovered 

that my nursing college was offering a doctoral program in palliative care within 

the research field ‘The Individual in the Welfare Society’. It could not get any 

better! I would get to study, dedicate myself to care at the end of life and learn the 

craft of research, as well as participate in a dual science program focused on the 

welfare society. I started on this thesis, which gives a broader perspective than the 

one I first set out with. It has given me so much knowledge and opened the door 

for me to continue my research.
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1. Introduction  

Worldwide, and also in Sweden, people with multimorbidity and advanced illness 

are living longer due to increased standards of living and improved treatments, 

resulting in increasingly ageing populations [1]. This calls for the increased societal 

needs of palliative care to be met in order to facilitate quality of life at the end of 

life and the wellbeing of ill persons and their family members [2-4]. Key areas of 

palliative care, e.g. being treated with respect and dignity, end-of-life 

communication, involvement in decision-making about care, and support for 

family members, are essential for how the care is experienced. Additionally, the 

international literature indicates that care at the end of life can be influenced by 

socio-economic and individual factors, the diagnosis, and the place of care/care 

service. There is a large body of research focusing on only one or two key areas 

of care at the end of life for different patient groups in different care places. In 

addition, the existing research mostly focuses on shorter time periods, i.e. the last 

week of care or the time after death, from the healthcare providers’ perspective. 

There is, therefore, a need for studies with an extended perspective focusing on 

the experiences of palliative care in all patient groups with potential palliative care 

needs, and on the care received in several care places, based on the experiences 

of bereaved family members. This thesis is in the subject of palliative care within 

the research field ‘The individual in the Welfare Society’, and has the overall aim 

of investigating bereaved family members’ experiences of support and care during 

the last three months of life for people with advanced illness, employing a 

VOICES (SF) (Views of Informal Carers – Evaluation of Services (Short Form)) 

survey design. 
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2. Background 

2.1. Palliative care  

In this thesis, a public health approach to palliative care has been adopted and the 

experiences of support and care in places where most people are cared for at the 

end of life are investigated, and the potential inequalities in care during the last 

three months of life. 

2.1.1. The philosophy, definitions and terms of palliative 

care 

Palliative care has developed since the 1960’s based on the pioneering work of 

Cicely Saunders, who raised attention to the needs of patients in their final stages 

of cancer.  This famous quote from Cicely Saunders has most relevance for this 

thesis and the bereaved family members included in the studies: “How people die 

remains in the memory of those who live on.” In 1967, Cicely Saunders opened 

the world’s first modern hospice in the UK. Around the same time in the USA, 

Elisabeth Kubler Ross published pioneering ideas about the stages of dying and 

how to communicate with people who are dying. Other ground-breaking 

contributions to palliative care were made in the work of Glaser and Strauss who 

at the end of the 1960’s performed ethnographical studies of people dying in 

hospitals in the USA. In 1969 Anne Cartwright conducted a survey in the UK 

that, for the first time, described bereaved family members’ experiences of 

deceased persons’ last year of life. Palliative care started in oncology and the care 

of persons with cancer, and has since moved slowly towards the inclusion of 

people with other chronic diseases [5].  

In palliative care, a holistic person-centred philosophical view of illness and 

suffering is applied based on Cicely Saunders concept of ‘total pain’, including  

patients’ physical symptoms, mental distress, social problems and emotional 

difficulties [5]. Until recently, the most used definition of palliative care has been 

the WHO’s, which defines palliative care as a person-centred approach to care 

that aims to improve quality of life at the end of life and the wellbeing of all ill 

persons and their family members facing issues associated with life-threatening 

illness, through preventing and relieving suffering, early identification, assessment 
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and treatment of symptoms and other problems, both physical, psychosocial and 

spiritual. Furthermore, communicating with patients and family members about 

end-of-life issues, shared decision-making (e.g. advanced care planning) and the 

support of family members are also important parts of palliative care. Palliative 

care is an interdisciplinary approach involving care provided by a range of 

different healthcare professionals [6].  

The point at which palliative care is introduced during the illness trajectory varies. 

In accordance with a more traditional view, palliative care is introduced late in the 

final stages of the illness trajectory, with a clear move from curative treatment to 

palliation. Another model is the early integration of palliative care, with the 

involvement of palliative care specialists throughout the whole illness trajectory. 

The timing for the introduction of palliative care is dependent on the care 

organisation and existing guidelines [7]. The WHO [8] emphasises the importance 

of early integration of adequate palliative care for all in need, regardless of 

diagnosis and place of care.  

Despite ambitions to widen the application of palliative care to all diagnoses 

where there is a need, specialised palliative care is still used predominantly for 

people with incurable cancer [5, 7, 9]. Related to this, and as a critique of the 

WHO definition of palliative care, the IAHPC (International Association for 

Hospice and Palliative Care) has published a new definition. The IAHPC’s view 

is that the WHO definition limits palliative care to applying only to the problems 

related to life-threatening illness, rather than to patients’ needs. The IAHPC 

definition includes people of all ages with severe illness and care given at the end 

of life in all care places, and that access to specialised palliative care is available 

for all those in need. Hence, the new definition changes the focus from diagnosis 

and life-threatening illness to the suffering of people with severe illness [10].  

Critique of the IAHPC definition concerns the expansion of the application of 

palliative care and, in particular, the use of specialised palliative care. This critique 

is in line with previous objections to an expansion of the scope of palliative care 

due to a concern for a potential dilution of the concept, i.e. a watering down, 

resulting in a loss of specialisation and an unclear distinction between palliative 

and general care [11, 12]. Additionally, the IAHPC definition of palliative care 

emphasises that care and treatment should be evidence based, and that basic 

 

22  
 

and treatment of symptoms and other problems, both physical, psychosocial and 

spiritual. Furthermore, communicating with patients and family members about 

end-of-life issues, shared decision-making (e.g. advanced care planning) and the 

support of family members are also important parts of palliative care. Palliative 

care is an interdisciplinary approach involving care provided by a range of 

different healthcare professionals [6].  

The point at which palliative care is introduced during the illness trajectory varies. 

In accordance with a more traditional view, palliative care is introduced late in the 

final stages of the illness trajectory, with a clear move from curative treatment to 

palliation. Another model is the early integration of palliative care, with the 

involvement of palliative care specialists throughout the whole illness trajectory. 

The timing for the introduction of palliative care is dependent on the care 

organisation and existing guidelines [7]. The WHO [8] emphasises the importance 

of early integration of adequate palliative care for all in need, regardless of 

diagnosis and place of care.  

Despite ambitions to widen the application of palliative care to all diagnoses 

where there is a need, specialised palliative care is still used predominantly for 

people with incurable cancer [5, 7, 9]. Related to this, and as a critique of the 

WHO definition of palliative care, the IAHPC (International Association for 

Hospice and Palliative Care) has published a new definition. The IAHPC’s view 

is that the WHO definition limits palliative care to applying only to the problems 

related to life-threatening illness, rather than to patients’ needs. The IAHPC 

definition includes people of all ages with severe illness and care given at the end 

of life in all care places, and that access to specialised palliative care is available 

for all those in need. Hence, the new definition changes the focus from diagnosis 

and life-threatening illness to the suffering of people with severe illness [10].  

Critique of the IAHPC definition concerns the expansion of the application of 

palliative care and, in particular, the use of specialised palliative care. This critique 

is in line with previous objections to an expansion of the scope of palliative care 

due to a concern for a potential dilution of the concept, i.e. a watering down, 

resulting in a loss of specialisation and an unclear distinction between palliative 

and general care [11, 12]. Additionally, the IAHPC definition of palliative care 

emphasises that care and treatment should be evidence based, and that basic 

22



 

 23 
 

training in palliative care for healthcare staff is a necessity. The IAHPC defines 

palliative care as active care, with a holistic outlook, for people of all ages 

experiencing serious suffering due to severe illness. Severe illness includes every 

acute or chronic illness and/or condition causing significant reduction in the 

patient’s general condition that may lead to deterioration, disability or death. The 

care aims to increase quality of life for the ill person and their family members 

[10]. Currently, the design of healthcare services for the care of people with 

advanced illness is based on experiences of providing palliative care 

predominantly for cancer patients at the end of life [7]. By shifting the focus away 

from diagnosis and towards the suffering of people with severe illness, the 

IAHPC’s definition of palliative care might improve the care at the end of life for 

all those in need. Additionally, the definition could initiate an increase in palliative 

care efforts in all care places where dying people are cared for, by enhancing the 

organisation and quality of the care through, for example, training in palliative 

care for healthcare staff. In the early work in this thesis, I applied the WHO 

definition of palliative care complemented with a public health approach. Since 

this thesis focuses on palliative care for all persons with potential needs who have 

received care in several different care places and over a longer period in their 

illness trajectory, the IAHPC definition of palliative care, being more inclusive, is 

therefore a better starting point for this thesis. 

During the work on this thesis it has been noticed that several different terms are 

used for palliative care. Several of these terms are often used interchangeably, e.g.  

palliative care, end-of-life care, hospice care, supportive care and care at the end 

of life. There are no single definitions of end-of-life care and care at the end of 

life, whereas palliative care is quite well-defined by, for example, the WHO [6], 

which is a definition that is also continuously reviewed and developed. In this 

thesis I have tried to exclusively use the terms palliative care and care at the end 

of life. Further, there are different terms for the type of illness or illness stage, 

namely: life-threatening, life-limiting, terminal, prolonged, advanced or serious 

illness, and more. Initially in this thesis, I used two terms, both prolonged and 

life-limiting illness. This was to ensure that older people with multimorbidity and 

without a directly life-threatening illness would be included, thereby emphasising 

people with prolonged illness. After the first study in the thesis, the decision was 
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made that advanced illness could include both people with life-limiting and 

prolonged illness. 

2.1.2. Public health palliative care  

A public health approach to palliative care has been applied in this thesis with the 

ambition of studying care received in care places commonly used by most people 

with advanced illness at the end of life. Additionally, this thesis studies care at the 

end of life for all ill persons with potential palliative care needs in the study 

settings included. The application of a public health approach to palliative care 

requires attention to socio-economic factors. To gain a nuanced understanding of 

the people who currently benefit from palliative care programs, it is important to 

address how social inequalities, social justice and life circumstances shape how 

and where people are cared for at the end of life and where they die [13].  

Cohen and Deliens [14] suggest that a public health policy debate about palliative 

care should be proceeded by population based data concerning under which 

circumstances people die, in order to gain knowledge about the existing problems 

and concerns. Public health policies can then be developed with the aim of 

impacting the circumstances of concern and improving the quality of care at the 

end of life. Systematic public health interest in research about circumstances 

around death and dying, apart from extensive studies on morbidity and mortality, 

is a fairly new and growing field of research. One public health palliative care 

strategy is that of “Healthy dying” in which healthy refers to maintaining health 

in dying persons as far as possible and to a healthy outlook on death and dying in 

society at large.  Healthy dying recognises and accepts death as a natural part of 

life and society partly by promoting timely and appropriate provision of palliative 

care, for example through communication about death and dying, and support 

[15]. Öhlén et al [16] argue that population health is of importance for the 

individual and standardisation is of importance at population level, i.e. that 

person-centred care can benefit from standardised healthcare and standardised 

healthcare can be improved by person-centeredness. A public health approach to 

palliative care encompasses standardising health care to increase the level of care 

for all at the end of life, but also that the care still needs to be person-centred. 

The use of Advance Care Planning (ACP) in palliative care could be considered a 

person-centred standardised approach to care. ACP involves making a plan 
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through talking in advance about preferences for care and setting out goals to 

improve the care at the end of life for patients and their family members [17].  

2.1.3. Place of care and death 

In 2017, 138 of the countries in the world had some form of palliative care service 

and the integration of palliative care into wider healthcare services had been 

achieved in 51 countries globally [18]. The understanding and practices of 

palliative care vary in different countries [19]. There are many different cultural 

aspects in the provision of palliative care, not only between different countries, 

but also within countries. One crucial aspect is the culture of the individual 

healthcare provider in relation to the culture of the ill persons and their families 

[20]. There are increasing calls for palliative care to be recognised as a human right 

and much remains to be done before palliative care is accessible to the worldwide 

community [21].  

Home care has become the predominant care setting in European countries.  

While care provided in institutions remains the predominant form of care in a few 

countries, it accounts for just 8% or less of care services provided to those aged 

65 years and older. In the past decade, improvements in the availability of formal 

care were achieved by expanding the services provided to people in their own 

homes. As a consequence, a reduction in the number of institutional care beds in 

Sweden was seen. This can been viewed as a policy choice to move away from 

this institutional form of care, since the older age population in Sweden has 

increased [22]. The move towards, and the reinforcement of, home care rather 

than institutional care reflects the emphasis placed on achieving the WHO’s goal 

of ‘ageing at home’ in most countries [23]. In Sweden, two principles are 

fundamental in the care of older people, the ‘Remain in residence principle’ and 

the ‘Self-determination principle’. The ‘Remain in residence principle’ states that 

care and service should be moved towards the people instead of the other way 

around and be designed individually according to each person’s needs. The 

principle was put in place to further enable older people to stay in their own 

homes with their care needs still being fulfilled, and also intends to apply to 

individuals’ extended care needs while living in a care home. Additionally, the 

Self-determination principle advocates that individuals decide for themselves 

whether to accept the care offered or not [24]. 
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Where people die varies between European countries and between different 

patient groups [25-28]. A study in 14 different countries investigating place of 

death for people with potential palliative care needs found a variation between 

13% and 53% in deaths occurring at home. Deaths in hospital span between 25% 

and 85%, and deaths in long-term facilities (i.e. nursing homes) varied between 

1% and 35% [29]. Despite these variations, the majority of people in developed 

countries die in hospitals [27]. The number of people who die at home has 

gradually declined over the past 30 years due to various factors. One factor is that 

more people are living alone and there is a shift in the care of older people from 

being institutionalised through residential homes which is leading to more 

hospital admissions [27].  

There are socio-economic inequalities related to where people die. Urbanisation, 

deprivation level in the area of residence and economic factors all affect the place 

of death for people with advanced illness. Dying at home is associated with higher 

income and living in a rural area, whereas dying in hospital is associated with 

people still actively in work and living in an area of higher deprivation [30]. Place 

of death is considered a robust quality indicator for place of care at the end of life 

and for the organisation, resources and access to palliative care in different 

countries [14]. Where people die does, however, not provide information about 

the quality of care in different care places.  

In Sweden, in 2012, 42% of the population died in hospitals, 38% in nursing 

homes and 18% at home [31]. In 2019, 59% were 80 years or older at death and 

the most common age at death was 88 years [32]. Of the approximately 90,000 

people who die every year, about 80% are estimated to have palliative care needs 

[33]. The main causes of death are circulatory diseases followed by malignant 

diseases [34]. Older people frequently encounter multimorbidity and frailty. 

Multimorbidity is the presence of two or more chronic conditions and the 

prevalence in people 65 years or older ranges between 55% and 98%. 

Multimorbidity is prevalent in most people with frailty [35]. Frailty is a condition 

in older people that accelerates ageing and reduces their ability to recover from 

stressors, e.g. infections or injuries [36]. Both multimorbidity and frailty are 

associated with increased risk of disability, hospitalisation and mortality [35]. 
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2.1.4. Palliative care in different care places 

Palliative care can be provided either as an approach or on a general or specialised 

level. A palliative approach is a way of integrating palliative care in care settings 

that are not tailored primarily for patients with palliative care needs, e.g. in nursing 

homes, primary care at home, and hospitals. A palliative approach is characterised 

by emphasising symptom relief and communication with the patient and family 

members about the goals and objectives of care [7]. Palliative care on a general 

level can be provided in settings caring for patients with diseases that will 

eventually lead to death, in which the main focus is on cure and treatment of the 

diseases, e.g. oncology and geriatric settings. General palliative care requires basic 

palliative care knowledge and skills [37]. In hospitals, shortcomings have been 

reported regarding palliative care efforts, such as the provision of adequate 

symptom relief and timely communication about prognosis, death and dying [38-

43]. Studies about palliative care in nursing homes show similar findings of 

inadequate symptom relief and a lack of end-of-life conversations. The barriers 

to the implementation of palliative care in nursing homes have been suggested to 

be related to competence, resources and organisational difficulties [44-50].  

Specialised palliative care is provided at an expert level by a multi-professional 

team with expertise in complex palliative care needs and the ability to provide 

educational and clinical knowledge support to non-specialised care units. 

Specialised palliative care is provided in specialised in- and outpatient palliative 

care units, but can also be provided by a palliative care consultant [37].  

2.1.4.1. The influence of socio-economic, individual and other factors on 

care at the end of life 

The international literature indicates that, besides care place/care service, care at 

the end of life can be influenced by socio-economic, individual factors and 

diagnosis. Socio-economic position (SEP) can be defined by occupation, income 

and/or education. Circumstances related to SEP can affect health throughout life 

[51].  Education may reflect the SEP of a person’s upbringing and it can affect a 

person’s ability to comprehend illness. In several studies, education has been 

shown to be of importance for morbidity, mortality and the use of healthcare 

services. Income, on the other hand, can prevent ill health by improving material 

conditions and helping a person to deal with the illness [52]. Palliative care studies 
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show that sex, education and ethnicity are factors influencing a person’s care at 

the end of life. Studies have shown that women receive assessment and relief of 

pain to a lesser extent than men [53, 54]. Additionally, studies have shown that 

access to palliative care is influenced by educational attainment as well as cultural 

and religious beliefs [55-57].  

Furthermore, studies show that a high age has been associated with lower access 

to and quality of palliative care, e.g. less use of specialised palliative care, 

insufficient pain relief, and lack of communication about death and dying [42, 55, 

58]. A study on healthcare expenditure in Stockholm for those in the last year of 

life found that the expenditure decreased from the age of 65 years [59]. Several 

studies have pointed to the influence of diagnosis on palliative care. For example, 

that people with diseases other than cancer, such as COPD (Chronic Pulmonary 

Lung disease), heart disease and dementia, have poorer access to palliative care 

than those with cancer, resulting in less adequate symptom control and less 

communication about end-of-life issues [60-62].  

Finally, geographical location is of importance for equality in the care at the end 

of life. In Sweden there are large regional differences in care provision and the 

availability of different care services. The distribution of healthcare services can 

contribute to inequality in the use of different types of care, e.g. specialist care 

[33, 59].  

2.2. The Swedish welfare society and 

healthcare system 

The Swedish welfare state was developed gradually during the 20th century, with 

financial benefits and security systems put in place to ensure every citizen’s 

independence and possibility to benefit from a minimum standard of social 

security. The institutions of the state liberated the individual from the institutions 

of civil society, e.g. the traditional family, churches and charity organisations that 

were associated with inequalities and personal dependency [63]. The autonomy 

and independence of citizens is promoted through the welfare system and 

regulations, welfare services such as childcare, schools and healthcare as well as 

the social transfer systems such as sickness insurance, parental leave insurance 

and unemployment insurance [64]. 
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An essential part of the Swedish welfare society is the provision of universal 

healthcare. Swedish healthcare, as it is today, has developed over decades. Initially 

the care of ill and older people was the responsibility of the family and, if people 

had no family, at the mercy of the church. Over time, healthcare became more 

institutionalised and connected to hospitals, but it was not until the development 

of the Swedish welfare model that healthcare became universal. Swedish 

healthcare developed from being institutionalised, where the care of ill and older 

people was given in hospitals, through different reforms and policies to gradually 

enable people to stay in their own home when ill or old with help from home care 

services and general home care [64, 65]. 

Since the 1960’s, the responsibility for healthcare at home has been shared 

between the municipalities and the healthcare regions, which resulted in problems 

with the coordination of care. This lead to a reform in 1992, ‘Ädelreformen’, in 

which the responsibility of all home care and most forms of care for older people 

(e.g. nursing home care) was moved from the healthcare regions to the 

municipalities. One of the goals with the reform was that the care should be less 

institutionalised and provided in a more home-like environment [65]. This choice 

of policy has led to a decrease in nursing home beds [66]. A further development 

of the healthcare system was started during the 1990’s and onwards with the 

introduction of New Public Management and the marketisation of primary care 

as well as municipality care (i.e. home care services and care homes)[67].  

The healthcare system is governed by democratically elected politicians and 

divided into three levels: the state, municipalities and regions. The state establishes 

principles, guidelines and the overall political agenda for Swedish health care 

through laws and regulations or agreements with the municipalities and regions. 

Sweden has 21 regions that are responsible for primary and specialised healthcare, 

in- and outpatient care, somatic and psychiatric care. There are 290 municipalities 

responsible for the care of older people and care of people with physical and 

mental disabilities; the municipalities are also responsible for support and services 

to people who have been treated and discharged from hospital care and for school 

health care. Swedish primary care consists of over 1000 healthcare centres, district 

nursing clinics and family physician clinics. There are about twenty county 

hospitals and forty smaller county hospitals. Sweden has seven university 

hospitals in which rare and complicated illnesses and injuries are treated with 
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access to highly specialised care [68]. The number of hospital beds is 

approximately 2 per 1000 inhabitants, with geographical variations [69]. In 2018, 

22.1% of all inhabitants aged 80 years or older received help from home care 

services. In 2017, 82,006 persons were living in care homes, of which there are 

2200 all over Sweden. Over the past decade, both the number of people cared for 

in care homes and the number receiving help from home care services has 

declined [70]. This thesis involves the study of experiences of care and support 

governed at both regional and municipality levels, i.e. care provided at home from 

primary care and home care services as well as specialised home care, care in 

hospitals, care in nursing homes and care in specialised palliative care 

units/hospices.   

2.2.1. Informal care at the end of life  

The individuals in the welfare society who are focused on in this thesis are 

deceased persons who had advanced illness and their bereaved family members. 

Informal care, i.e. unpaid care provided by family or friends, provides a significant 

part of long-term care in Europe and OECD (Organisation for Economic Co-

operation and Development) countries [71, 72]. It has been estimated that about 

80% of long-term care in Europe is provided by informal carers. In some 

countries, e.g. Southern Europe, it is common that older people live with their 

adult children who are expected to provide informal care at the end of life [19, 

72, 73]. Despite difficulties in comparing and measuring informal care, it is an 

essential type of care at the end of life and is important to consider with regard to 

welfare systems and policies [72]. With an increasing number of older people, the 

need for help and personal care is growing. In developed western countries, there 

are more and more single households, declining family sizes and older people 

who, to a greater extent, live in a different household than their children. Reduced 

family sizes and more single households results in a reduction in the number of 

informal carers. The main provider of support with activities of daily living and 

other support, for example meals, housekeeping and transport for older people, 

is the family together with the welfare state. The division of support for ill people 

between the welfare state and the family varies depending on the level of 

universalism. A state with high universalism, like the one in Sweden, enables equal 

access to welfare services for all, regardless of, for example, financial ability [74].   
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Despite the high universalism of Sweden’s welfare state, informal care is given as 

frequently as in other European countries, but the amount of more time-

consuming informal care given is less in Sweden and other Nordic countries. This 

is explained by a possible complementary dynamic of formal and informal care in 

Northern European countries. It is possible that family members and friends 

show a higher engagement in providing care because heavier tasks are delegated 

to formal care services [22, 75]. In Sweden, almost a fifth of the whole adult 

population provide informal care regularly to a relative due to long term illness, 

old age or disability. Most commonly, children are giving informal care to their 

parents, followed by informal care between spouses/partners [73, 74, 76]. 

Informal carers in Sweden are overrepresented by women and the most common 

age group providing informal care is 45-64 year olds [77]. 

2.3. Evaluating quality of care at the end of life  

Defining the quality of care at the end of life is difficult and there is no 

unanimously agreed upon definition. The definition might differ depending upon 

the perspective - people with advanced illness, family members, healthcare 

professionals, stakeholders or the general public. Quality of care at the end of life 

can also differ depending on the cultural context and is commonly defined in 

countries’ national guidelines, care programmes and strategies, e.g. End of life 

care for adults: service delivery [78] and End of life strategy in the UK [79], or the 

National Consensus Statement: essential elements for safe and high-quality end-

of-life care in Australia [80]. There are also specific guidelines for certain 

diagnoses or guidelines published by different organisations. The WHO defines 

quality in care as “the degree to which health services for individuals and 

populations increase the likelihood of desired health outcomes and are consistent 

with current professional knowledge”. Furthermore, the WHO states that a high-

quality health service involves giving the right care, at the right time, responding 

to the service users’ needs and preferences, while minimising harm and resource 

waste [81].  

The European Association for Palliative Care (EAPC) stresses that outcome 

measurements play an important part in the improvement of quality, efficiency, 

effectivity and availability of palliative care [82]. Quality indicators are increasingly 

used to assess quality of care [83]. There have been several reviews conducted 

 

 31 
 

Despite the high universalism of Sweden’s welfare state, informal care is given as 

frequently as in other European countries, but the amount of more time-

consuming informal care given is less in Sweden and other Nordic countries. This 

is explained by a possible complementary dynamic of formal and informal care in 

Northern European countries. It is possible that family members and friends 

show a higher engagement in providing care because heavier tasks are delegated 

to formal care services [22, 75]. In Sweden, almost a fifth of the whole adult 

population provide informal care regularly to a relative due to long term illness, 

old age or disability. Most commonly, children are giving informal care to their 

parents, followed by informal care between spouses/partners [73, 74, 76]. 

Informal carers in Sweden are overrepresented by women and the most common 

age group providing informal care is 45-64 year olds [77]. 

2.3. Evaluating quality of care at the end of life  

Defining the quality of care at the end of life is difficult and there is no 

unanimously agreed upon definition. The definition might differ depending upon 

the perspective - people with advanced illness, family members, healthcare 

professionals, stakeholders or the general public. Quality of care at the end of life 

can also differ depending on the cultural context and is commonly defined in 

countries’ national guidelines, care programmes and strategies, e.g. End of life 

care for adults: service delivery [78] and End of life strategy in the UK [79], or the 

National Consensus Statement: essential elements for safe and high-quality end-

of-life care in Australia [80]. There are also specific guidelines for certain 

diagnoses or guidelines published by different organisations. The WHO defines 

quality in care as “the degree to which health services for individuals and 

populations increase the likelihood of desired health outcomes and are consistent 

with current professional knowledge”. Furthermore, the WHO states that a high-

quality health service involves giving the right care, at the right time, responding 

to the service users’ needs and preferences, while minimising harm and resource 

waste [81].  

The European Association for Palliative Care (EAPC) stresses that outcome 

measurements play an important part in the improvement of quality, efficiency, 

effectivity and availability of palliative care [82]. Quality indicators are increasingly 

used to assess quality of care [83]. There have been several reviews conducted 

31



 

32  
 

about quality indicators for palliative care. A recent review found 246 individual 

quality indicators that were relevant to dementia care at the end of life [84]. De 

Roo et al [85] found that most quality indicators for palliative care concerned 

healthcare procedures documented in patient databases and patient records. They 

also found that only the quality of care in one care place or the care experienced 

by a specific patient group was usually evaluated at one time. Traditionally, quality 

has been based on the care providers’ perspective and this also applies to palliative 

care. Recently, the importance of evaluations of the care at the end of life from 

patients’ and family members’ perspectives have been given more attention [82].  

In Sweden, palliative care is based on the WHO definition of palliative care [86].  

Palliative care has been on the Swedish government’s agenda since the middle of 

the 1990’s through a number of reports about care at the end of life and of the 

dying [87, 88]. In 2012, national guidelines for palliative care was published by the 

Swedish Regional Cancer Centre [89]. The following year, the National Board of 

Health and Welfare developed ‘National knowledge support base for good 

palliative care at the end of life’, which contained guidance, recommendations, 

terms and definitions, as well as quality indicators for care at the end of life. The 

guidance complemented the national guidelines, and was intended to support 

healthcare providers in developing palliative care, and facilitating follow-up and 

quality assurance, and securing the provision of equal care at the end of life for 

all those in need. The primary target groups were decision-makers within health 

care and social services and the clinical professions [86]. In 2016, the guidelines, 

quality indicators and guidance were evaluated based on data from the Swedish 

Register of Palliative Care and from surveys answered by healthcare providers. 

The evaluation [33] advocated the importance of county councils, regions and 

municipalities having a common view of the process of good palliative nursing 

and care in order to facilitate the planning of care and create conditions conducive 

to good cooperation between healthcare providers. Following the evaluation 

updated national guidelines for palliative care was published in March 2021 [90].  

In the Swedish Register of Palliative Care, healthcare providers document 

information retrospectively about a patient’s care during the last week of life. The 

register comprises information about symptom relief, end-of-life conversations 

and circumstances around the death. Approximately 60% of all deaths in Sweden 

are registered in the Register of Palliative Care. Almost all specialised care 
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providers are included, but there are regional differences in registration 

compliance for hospital and nursing home care [91]. A limitation with the register 

is that the data is only based on information in patients’ medical records and from 

the healthcare professionals’ perspective. Recently, the opportunity for bereaved 

family members to also retrospectively report on deceased persons’ care in the 

last week of life has been made available as a part of the register. Studies and 

reports about palliative care based on the indicators from the Swedish Register of 

Palliative Care have shown that there is a need for improved evaluation of 

palliative care for care places, such as hospitals and nursing homes, where the 

majority of people die, i.e. care units which are not specialised in palliative care. 

Other possibilities for collecting data on patients receiving care at the end of life 

have been suggested, e.g. surveys directed to the patient or family members [92].  

In Sweden, there is a shortage of instruments facilitating systematic evaluation of 

care regarding structure, processes and outcomes of care in several care 

places/care services that take their starting point from the perspective of patients 

or family members. There is also a scarcity of studies that, in accordance with the 

WHO’s recommendations on early integration of palliative care [8], study the 

content of care over a longer time period in the illness trajectory than the last 

week of life. Ill people are the main target of health care and would thus normally 

be considered the first choice of representatives for evaluating the quality of care. 

However, when people are near the end of life they may no longer cognitively or 

physically be able to respond to extensive questionnaires. Further, healthcare 

users often feel dependent and grateful to their care providers, which may result 

in people giving what they consider to be desirable answers, resulting in skewed 

responses [93, 94]. Bereaved family members are, therefore, an important source 

of knowledge when evaluating the care received. Family members often have a 

central role in the care of ill persons at the end of life and they can have knowledge 

that is of importance for evaluating the care received [95].  

2.3.1. Views of Informal Carers – Evaluation of Services 

(Short-Form) 

In this thesis, the VOICES (SF) questionnaire was used for the main data 

collection. VOICES (SF) is a questionnaire used to retrospectively evaluate 

bereaved family members’ experiences of the care of ill persons during the last 
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three months, providing information on both the processes and structures of the 

care as well as patient outcomes [96, 97].  

The VOICES (SF) questionnaire is partly based on key areas in the UK End of 

Life strategy [79, 97], involving aspects related to being treated with dignity and 

respect; alleviation of pain and suffering; assessment of and activities related to 

patients’ needs and preferences; coordination across health and social care; quality 

of care in different settings; quality of care in the last days of life; quality of care 

environments; and support received by family members. The questionnaire is 

described in detail under the methods section. A further description follows 

below of the key areas of VOICES (SF) focused on in this thesis: experiences of 

and satisfaction with care in different care places/care services, being treated with 

dignity and respect, end-of-life communication, involvement in decision-making 

about care, and support for family members.  

2.3.1.1. Satisfaction with care  

To ask ill people or their family members about their satisfaction with the care 

service received is one way of studying care quality. There is not one definition of 

satisfaction with care; it has been suggested that the fulfilment of needs equals 

satisfactory care, but it has also been assumed that the level of satisfaction with 

care is related to the fulfilment of expectations, not only needs. Issues concerning 

provision of information, pain control, and staff competence are considered 

important for the evaluation of satisfaction with palliative care [98]. A review 

study using satisfaction as an outcome measure in end-of-life care identified eight 

common domains when measuring satisfaction: accessibility, coordination, 

competence, communication and relationships, education, emotional support, 

personalisation and support of patients’ decision-making [99]. Other studies have 

highlighted several factors that are important for a high level of satisfaction with 

the care provided: information/communication, emotional support and when a 

healthcare professional is identified for the family members as overseeing the ill  

person’s care [100, 101]. The place of care is also important for family members’ 

satisfaction; in studies, specialised palliative care units have been rated with higher 

satisfaction than hospitals, nursing homes and primary health care [96, 102-104]. 

Several studies have also shown that bereaved family members’ satisfaction with 

care during the terminal phase has been high [46, 100, 105]. 
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The rating of quality of care in VOICES (SF) is, as mentioned above, based on 

key areas for quality care at the end of life highlighted in the UK End of life 

Strategy [79]. The rating is seen as a care outcome and consists of questions about 

bereaved family members’ overall satisfaction with care during the last three 

months of an ill persons’ life as well as quality of care provided in different care 

places/care services. Additionally, quality of care is evaluated by bereaved family 

members’ ratings of the extent to which the ill person was treated with dignity 

and respect by the healthcare staff in different care places/care services.  

2.3.1.2. Dignity and respect 

Dignity, derived from the Latin word dignitas, is a complex concept meaning 

worthiness and nobility [106]. Dying with dignity is often regarded as a goal of 

care at the end of life. In a review, the following themes of dying with dignity 

were identified: a human right, autonomy and independence, relieved symptom 

distress, respect, being human and being self, meaningful relationships, dignified 

treatment and care, existential satisfaction, privacy, and calm environment. 

Further, dignity was found to be influenced by demographic, illness-related, and 

treatment-/care-related factors, including communication [107]. One description 

of dying with dignity is as a function of the dying person’s qualities and therefore 

a personal achievement, which cannot be achieved by others, e.g. by healthcare 

professionals. However, healthcare professionals can optimise the dying person's 

own function by motivating and supporting the person and making sure the dying 

person is involved in their own care [106].  

A recent study explored the meaning of dignity for family members in palliative 

care. The study found that dignity meant living as a respected human being in 

relation to oneself and to others. Dignity also included being able to maintain 

one’s identity, feeling connected to significant others, and being comfortable with 

the new situation [108]. Dignity in practice is a relational concept; it is moral values 

mirrored by others and, hence, exists only in a social context through relationships 

with others. In a care situation, dignity in the care of severely ill or dying persons 

is a reflection of the caregivers’ own values [109]. Dignity in care can be achieved 
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dignified way. However, time for this is not always available for healthcare staff 

in the organisations they work in [111]. 

Respect is often central in the views of ill people, family members and healthcare 

professionals in relation to defining dignity. To die with dignity is when the dying 

person is treated with respect until the very end. Respect includes a positive self-

image, self-respect and how dying persons are perceived and treated by others in 

their own eyes. Other peoples’ respect for a dying person includes being respected 

as a person, respect for the person’s identity, thoughts and values; respect for the 

person’s physical body; respect for the person’s privacy; and respect for the 

choices, wishes and needs of the dying person and their family members [107].  

2.3.1.3. End-of-life communication 

In this thesis, end-of-life communication refers to communication about issues 

relating to the end of life, including end-of-life conversations with ill persons, 

communication about death and dying with family members, and follow-up 

conversations with family members after the death. Communication is a key 

aspect of palliative care and an essential part of preserving patient dignity at the 

end of life. Through efficient communication with patients and family members, 

care providers can better understand patients’ beliefs and respect their dignity 

[112]. Communication at the end of life occurs from the diagnosis of an advanced 

illness, during the illness trajectory, and continues until after death. It is a two-

way process including both verbal and non-verbal messages [113]. Yet there is no 

single, unanimous definition of ‘good’ end-of-life communication. The term 

effective communication is often used, i.e. communication is effective when the 

intended message is successfully delivered, received and understood in the same 

manner by all parties involved. Studies have presented factors facilitating efficient 

end-of-life communication, such as structural factors at the care place, healthcare 

staff having time, being available and willing to discuss end-of-life issues, and the 

relationship with and friendliness of healthcare staff is also crucial for end-of-life 

communication [113]. Timely communication with adequate content is important 

for the planning of end of life care as well as helping persons deal with difficult 

issues near the end of life [103, 114]. Communication can facilitate patients’ 

involvement in determining the goals of care at the end of life and is associated 
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with higher satisfaction with care and decision-making; however, few patients and 

family members receive end-of-life communication [114, 115].  

2.3.1.4. Involvement in decision-making about care at the end of life 

Decision-making about care at the end of life can involve choosing between life-

prolonging treatments with potential side effects or refraining from further 

treatments to maximise quality of life. Furthermore, patients are faced with other 

decisions about, for example, place of care, various options for treating 

symptoms, the use of opioids, palliative treatments such as chemotherapy, and 

advanced care planning. Decision-making about care at the end of life requires 

access to adequate information about the progression of the disease, treatment 

options, available support and more [116]. A review study about shared decision-

making in palliative care found that the majority of patients prefer to participate 

to some degree in decision-making about care, and a considerable minority of 

patients prefer to delegate the role of decision-making. Patient preferences for 

decision-making have been shown to be difficult to identify and it is suggested 

that decision-making should be assessed on a case-by-case basis. Low levels of 

patient involvement in decision-making have been explained by the manner that 

treatment options are presented by the physician in consultations, patients’ and 

family members’ unrealistic expectations of the outcomes of treatments, and a 

tendency to delay decision-making. The qualitative literature indicates that 

decision-making is important to patients, and that involvement is influenced by 

patients’ confidence in their own knowledge, expertise and their acceptance of 

the disease process [116].  

A Norwegian study about decision-making as experienced by residents of nursing 

homes and their family members found that residents trust their family members, 

physicians, and nurses to make decisions for them, and that most residents 

believed that the family member would know their wishes. However, many family 

members did not know what the resident wanted [117]. Uncertainty among family 

members and staff concerning the wishes of residents of nursing homes about 

their care was also shown in a recent Swedish study. Additionally, differences 

between expected and experienced involvement in decision-making about care 

was reported by both residents of nursing homes and their family members [118]. 

The use of Advance Care Planning (ACP) has been suggested to be lacking in 
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nursing homes [117]. ACP is the process of discussing and documenting patients’ 

preferences and goals of care,  and has been suggested to improve care quality at 

the end of life through an increased use of specialised palliative care, reduced 

hospitalisations and higher compliance with patients’ wishes  [17].   

2.3.1.5. Support for family members 

Family members of people with advanced illness can be affected by their situation 

on several levels. The increased stress and worry can have a psychological impact; 

the physical informal caring, e.g. helping the ill person with their everyday care 

needs, may cause the carer social limitations, loss of income due to having to take 

time off work, or the absence of the ill person’s income [73, 119]. The factors that 

are important for both support and communication being provided to family 

members are that the healthcare staff feel equipped and have sufficient resources 

to provide the support and communication needed [120]. Healthcare staff’s time 

is of essence for such support being provided. Family members need support 

during the care of the ill person, but the need for support also extends to the time 

after death [119, 121].  

Support for family members can be provided in different ways and family 

members needs vary, both individually and over time, depending on the course 

of the illness [33, 121]. In previous studies, several different aspects of support 

have been found: psychological and emotional support, e.g. through some sort of 

counselling, either individually or in groups; practical support, e.g. help with 

household chores or respite for the family member if the ill person lives at home; 

the care environment; access to understandable and accurate information about 

the care, illness and prognosis; communication about end-of-life issues as well as 

a follow-up conversation; compassionate staff and the possibility for family 

members to participate in the ill person’s care [33, 121-125].  

In Sweden, the support available for family members varies depending on care 

setting and geographical area; in most specialised palliative care units support for 

family members is available in some form, but support is not available to the same 

extent in primary care, hospital clinics and municipalities [33]. There is no set 

recommendation or guidelines about what support family members should 

receive, during the illness period or after the death, or how it should be delivered. 

The national guidelines for palliative care suggests a follow-up conversation 
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around 6-8 weeks after the death, besides that it simply states that healthcare 

services should formulate recommendations for follow-up conversations and 

support [33, 90]. 
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3. Rationale 

Approximately 90,000 people die each year in Sweden and the majority of them 

are estimated to benefit from palliative care. Like other western countries, the 

Swedish population is living longer and reaching old age with multimorbidity. 

This calls for increased societal palliative care needs being met with competence 

and adequate care being provided in all care places. Key areas of palliative care, 

e.g. being treated with respect and dignity, end-of-life communication, 

involvement in decision-making about care, and support for family members, are 

essential for how the care is experienced. Additionally, the international literature 

indicates that care at the end of life can be influenced by socio-economic and 

individual factors, the diagnosis and the care place/care service. There is a large 

body of research focusing on one or two key areas of care at the end of life for 

different patient groups in different care places. Moreover, existing research 

mostly focuses on shorter time periods, i.e. the last week of care or the time after 

the death, from the healthcare providers’ perspective. There is, therefore, a need 

for studies with an extended perspective, focusing on the content and quality of 

palliative care for all patient groups with potential palliative care needs, and on 

the care received in several care places, targeting the perspective of bereaved 

family members. This thesis encompasses studies focusing on several different 

key areas of palliative care, based on bereaved family members’ experiences of the 

care people with advanced illness received during the last three months of life, in 

care places/care services where the majority of people with advanced illness and 

people of old age are cared for. The knowledge derived from this thesis provides 

a multifaceted view of the care people with advanced illness receive at the end of 

life, and what influences the experiences of the care, i.e. potential inequalities in 

care at the end of life. It may also initiate further research and contribute to the 

discourse of evaluating quality of care at the end of life. In this thesis, family 

members are considered to have unique experience of care at the end of life and 

are a significant knowledge resource for the evaluation of the care that ill persons 

received during the last three months of life.
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4. Aim 

The overall aim of the thesis was to investigate bereaved family members’ 

experiences of support and care during the last three months of life for people 

with advanced illness. 

The overall aim was based on the following research questions:  

- Is the VOICES (SF) questionnaire feasible to use for evaluation of care 

at the end of life in Sweden? 

- How satisfied are bereaved family members with the care received 

during the last three months of life of people with advanced illness?  

- To what extent are bereaved family members’ experiences of care at the 

end of life influenced by care place/care service, diagnosis, socio-

economic or individual factors? 

- What are bereaved family members’ experiences of support during the 

last three months of life, at the time of death, and after the death of a 

person with advanced illness? 

 

4.1. Specific aims 

4.1.1. Study I 

The aim of Study I was to adapt and validate the VOICES (SF) questionnaire to 

evaluate quality of end-of-life care in Sweden. 

4.1.2. Study II 

The aims of this study were to explore bereaved family members' satisfaction with 

care during the last three months of life for people with advanced illness, and to 

investigate associations between satisfaction with care and the characteristics of 

deceased individuals and family members. 
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4.1.3. Study III 

The aim of study III was to investigate the influence of care place and diagnosis 

on care communication during the last three months of life for people with 

advanced illness, from the bereaved family members’ perspective. 

4.1.4. Study IV 

The aim of this study was to investigate family members’ experiences of support 

received during the last three months of life, at the time of death and after the 

death of a person with advanced illness.  
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5. Methods  

5.1. Design 

Study I was the translation, cross-cultural adaptation and content validation of the 

questionnaire VOICES (SF), which was then used for studies II-IV. Studies II-

IV had a retrospective cross-sectional survey design. The results from study II 

guided the focus for studies III and IV. In study II, the results showed a variation 

in satisfaction with the care the deceased persons had received related to care 

place/care service. In addition, analysis of the open-ended responses highlighted 

the parts of care that were experienced as particularly positive or negative: end-

of-life communication, the approach and qualities of the healthcare staff, and the 

support available for family members.  See Table 1 for an overview of the studies.  
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Table 1. Overview of studies in the thesis 

Study Design Aim Data 
collection 

Participants Analyses 

I Cross-cultural 
adaptation and 
content 
validation 

To adapt and validate 
the VOICES (SF) 
questionnaire to 
evaluate quality of end-
of-life care in Sweden 

Cognitive 
interviewing 
and feedback 
from 
professional 
experts 

35 bereaved 
family 
members 
recruited from 
specialised 
palliative 
home care 
services, 
hospital wards 
and nursing 
homes 

The concerns 
were summarised 
and analysed 
based on clarity, 
understanding, 
relevance, 
sensitivity and 
alternative 
response/ 
wording 

II A 
retrospective 
cross-sectional 
survey design 

To explore bereaved 
family members' 
satisfaction with care 
during the last three 
months of life for 
people with advanced 
illness, and to 
investigate associations 
between satisfaction 
with care and the 
characteristics of the 
deceased individuals 
and family members 

VOICES (SF) 
questionnaire 

485 family 
members of  
persons who 
had died in 
one of the 
four hospitals 
selected for 
the study 
 

Descriptive 
statistical 
analyses, logistic 
regression 
analyses and 
qualitative 
content analysis 

III A 
retrospective 
cross-sectional 
survey design 

To investigate the 
influence of care place 
and diagnosis on care 
communication during 
the last three months 
of life for people with 
advanced illness, from 
the bereaved family 
members’ perspective 

VOICES (SF) 
questionnaire 

485 family 
members of  
persons who 
had died in 
one of the 
four hospitals 
selected for 
the study  

Descriptive 
analyses, 
regression 
analyses and a 
mixed model 
approach 

IV A 
retrospective 
cross-sectional 
survey design 
 
 

To investigate family 
members’ experiences 
of support received 
during the last three 
months of life, at the 
time of death and after 
the death of a person 
with advanced illness 

VOICES (SF) 
questionnaire 

485 family 
members of  
persons who 
had died in 
one of the 
four hospitals 
selected for 
the study  

Descriptive 
quantitative 
analyses and 
qualitative 
analysis guided by 
interpretive 
description 
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5.2. Participants, procedures and settings 

5.2.1. Study I 

A purposeful selection was made of deceased individuals with identifiable 

bereaved family members and with varied age, gender and diagnosis. In total, 53 

bereaved family members were invited to participate and were divided between 

three types of care places: hospital wards, home care setting with specialised 

palliative home care, and nursing homes. Of those invited, 35 bereaved family 

members chose to participate (Table 2).  

The selection of bereaved family members was based on the following 

inclusion criteria: 

- Aged 18 years or older when the ill person died 

- Documented in the patient record as the deceased person’s closest 

family member  
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documented in the patient’s record with disease and ICD 

(International Classification of Diseases) code for underlying cause of 

death according to Murtagh’s [4] model (see further below, Table 3) 

- Have an identifiable bereaved family member 

The recruitment settings were 3 nursing homes, 4 surgical wards in a general acute 

hospital, and a specialised palliative home care unit; all were in Stockholm. The 

participants were 13 men and 22 women aged between 20 and 90+ years (mean 

age 66).  They were mainly spouses/partners (15) or children (10) of the deceased 

person; others were parents, siblings and friends (10). Cancer was the main 

diagnosis for half of the 35 deceased individuals; the others had non-cancer 

diagnoses.  

The managers of the care places were initially contacted with a request for 

approval to conduct the study and to assist with identifying deceased patients and 
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their bereaved family members. After approval to participate, written information 

and consent were sent to be signed and returned. The deceased persons and their 

family members were identified through data registries of deceased patients by 

one healthcare professional at each of the care places who had been assigned to 

assist with the study. A letter with information about the study and an invitation 

to participate was sent to family members, followed by a phone call from one of 

the researchers a week later. A date for an interview was set if they chose to 

participate.  

Table 2. Recruitment for study I 

 All settings 

Specialised 
palliative     
care at home 

Nursing 
homes 

                  
Hospital     
wards 

Total invited 53 19 14 20 

Total participating 35 13 12 10 

Interviews 27 10 9 8 

Declined 12 3 1 8 

No answer 6 3 1 2 

Postal-phone participation 8 3 3 2 

 

5.2.2. Studies II – IV  

From study I it was clear that persons who were cared for and died in hospitals 

often had experience of care services other than hospital care. Several of the 

deceased persons included had received care from primary care, home care, 

specialised home care and nursing home care as well as hospital care. Additionally, 

in Sweden, in 2012, 42% of the population died in hospital [31]. Hence, the 

participants consisted of bereaved family members of persons with advanced 

illness who had died in four hospitals, in two healthcare regions in Sweden. One 

larger acute general hospital in Stockholm’s healthcare region, and three smaller 

acute general hospitals which together make one larger unit in the Southeast 

healthcare region, were included. The choice of regions (Stockholm and the 

Southeast healthcare region) was based on results from a previous population-

based study of the place of death indicating that, in the Stockholm region, hospital 

deaths were significantly more likely than in other regions, despite fewer hospital 
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and nursing home beds per 1000 citizens, and home deaths were more likely in 

the Southeast healthcare region compared to other regions [31].   

The Stockholm healthcare region has a population of 2,389,923 people. There are 

two university hospitals with highly specialised care in the region and 5 general 

acute hospitals as well as 3 smaller general hospitals. There are about 200 General 

practitioners in Stockholm’s healthcare region [126], and 138 nursing homes in 

the Stockholm municipality [127]. In Stockholm’s healthcare region, 13 places, 

such as hospices, provide in-patient specialised palliative care and there are about 

40 specialised home care providers throughout the region [128]. The acute general 

hospital in the Stockholm region, chosen for the data collection for this thesis, 

had 688 care places in 2017. The hospital has several clinics for different medical 

specialties, e.g. general surgery, internal medicine, orthopaedics, gynaecology, 

cardiology, oncology etc. The hospital has no specialised palliative care unit or 

ward, but does have a palliative consultant [129].  

The Southeast healthcare region in Sweden consists of a total of three regions, 

one of those is included in this thesis and has a population of 363,599 people. 

This region has three acute general hospitals, approximately 35 nursing homes 

and 40 general practitioners. The three hospitals have together about 845 hospital 

beds, and several common specialties, such as general surgery, orthopaedics, 

haematology, neurology, oncology, cardiology [130]. There is one specialised in-

patient hospice in the region, but the region has a palliative consultant care service 

in three places, which covers the whole region and is also available in the hospitals. 

The palliative consultants also support general home care provided by district 

nurses and general practitioners [128].  

No power calculations were performed prior to sampling for studies II-IV since 

the data is based on a total population sample, including all the deceased persons 

in the study settings who fulfilled the inclusion criteria. Estimations were made, 

however, of the expected number of participants based on total number of deaths 

at the chosen hospitals, part of the deceased persons with potential palliative care 

needs and response rates in similar studies. 
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The selection of bereaved family members was based on the following 

inclusion criteria:  

- Aged 18 years or older when the ill person died 

- Documented in the patient record as the deceased person’s closest 

family member  

- Have a valid address 

Inclusion criteria for the deceased person: 

- Died no less than four and no more than twelve months before the 

questionnaire was distributed 

- Deceased due to prolonged and/or life-limiting (non-acute) disease, 

documented in the patient’s record with disease and ICD code for 

underlying cause of death according to Murtagh’s model [4] (see 

further below) 

- Have an identifiable bereaved family member 

Exclusion criterion: Persons who had died of an acute and/or unexpected death 

not caused by prolonged incurable disease 

The inclusion of bereaved family members was based on the deceased person 

having had underlying/contributory causes of death according to Murtagh’s 

model. To understand potential palliative care needs, Murtagh et al [4] refined 

existing methods of estimating population-based needs for palliative care and 

compared these methods. They examined details of all deaths in England between 

January 2006–December 2008 and linked mortality and hospital episode data. The 

refined methods, using updated ICD-10 causes of death, underlying/contributory 

causes, and hospital use, resulted in an estimated 69 - 82% of all deaths potentially 

needing palliative care. Approximately 78% of all the patients who died in the 

hospitals could be included in this thesis based on underlying and contributory 

causes of death selected through Murtagh’s model. See Table 3 below for more 

information about underlying and contributory disease groups with potential 

palliative care needs included in the model. 
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Table 3. ICD-10 codes included in the Murtagh model 

Disease category ICD-10 codes 

 

  

HIV/AIDS  B20-B24   
Malignant neoplasm  C00-C97 

  
Alzheimer’s, dementia and senility  F01, F03, G30, R54  
Neurodegenerative disease  G10, G20, G35, G122, G903, G231 

Heart disease, inclusive cerebrovascular 
disease  

I00-I52, I60-I69   
Respiratory disease  J06-J18, J20-J22, J40-J47 & J96 

Liver disease  K70-K77   
Renal disease  N17, N18, N28, I12, I13  

 

The hospital managers were initially contacted with a request for approval to 

conduct the study and assistance with identifying deceased patients and their 

bereaved family members. If the hospital manager approved participation in the 

study, written information and consent was sent to be signed. The hospital 

managers appointed contact persons and persons who assisted in obtaining the 

necessary data. The bereaved family members were identified via the hospitals’ 

patient data records of deceased patients and through patient records. In total, 

1277 bereaved family members were identified (Figure 1) and information about 

the study, the VOICES (SF) questionnaire and a prepaid return envelope was sent 

to all bereaved family members who met the inclusion criteria in 

August/September 2017. This was a single-postal survey, i.e. no reminder was 

sent out; this was for ethical reasons, namely to be sensitive to family members 

that may not wish to participate. 

A total of 485 (37.9%) of the 1277 invited bereaved family members chose to 

participate (Figure 1). The participants from the two regions were treated as one 

sample; there were no significant differences in the characteristics between the 

deceased persons or the family members from the two regions. 

 

 51 
 

Table 3. ICD-10 codes included in the Murtagh model 

Disease category ICD-10 codes 

 

  

HIV/AIDS  B20-B24   
Malignant neoplasm  C00-C97 

  
Alzheimer’s, dementia and senility  F01, F03, G30, R54  
Neurodegenerative disease  G10, G20, G35, G122, G903, G231 

Heart disease, inclusive cerebrovascular 
disease  

I00-I52, I60-I69   
Respiratory disease  J06-J18, J20-J22, J40-J47 & J96 

Liver disease  K70-K77   
Renal disease  N17, N18, N28, I12, I13  

 

The hospital managers were initially contacted with a request for approval to 

conduct the study and assistance with identifying deceased patients and their 

bereaved family members. If the hospital manager approved participation in the 

study, written information and consent was sent to be signed. The hospital 

managers appointed contact persons and persons who assisted in obtaining the 

necessary data. The bereaved family members were identified via the hospitals’ 

patient data records of deceased patients and through patient records. In total, 

1277 bereaved family members were identified (Figure 1) and information about 

the study, the VOICES (SF) questionnaire and a prepaid return envelope was sent 

to all bereaved family members who met the inclusion criteria in 

August/September 2017. This was a single-postal survey, i.e. no reminder was 

sent out; this was for ethical reasons, namely to be sensitive to family members 

that may not wish to participate. 

A total of 485 (37.9%) of the 1277 invited bereaved family members chose to 

participate (Figure 1). The participants from the two regions were treated as one 

sample; there were no significant differences in the characteristics between the 

deceased persons or the family members from the two regions. 

51



 

52  
 

485 Bereaved family 
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Figure 1. Sample recruitment process for studies II-IV 

The deceased persons were aged between 40 and 90 years or older (64% were 80 

years or older) and 50.3% were men. Of these, 88.5% were born in Sweden; other 

countries of birth were mainly other Nordic countries and countries within the 

European Union. The level of educational attainment for the deceased persons 

was: 72.4% lower secondary education, 11.1% higher secondary education and 

15.5% higher education. The most common underlying cause of death was heart 

diseases including cerebrovascular diseases (56.3%), as well as for direct cause of 

death (42.5%), followed by respiratory diseases (32.4%) and cancer diagnoses 

(20.2%) (Table 4).   

The 485 participating bereaved family members were aged between 18 and 90 

years or older and 70.7% were women. Sweden was the country of birth for 92% 

of them and most of the others were born in European countries followed by 

other Nordic countries. Of the participating family members, 29.5% had lower 

secondary education, 30.5% higher secondary education and 39.4% higher 

education. Approximately half (51.8%) were children of the deceased persons and 

34.5% were spouses or partners (Table 4). The family members who responded 

to one or more of the open-ended questions used in studies II and IV differed 

slightly from the total sample regarding sex (77.7% women) and educational 

attainment (52.2% higher education and 19.3% lower education), and their related 

Selected hospitals in the 
Southeast healthcare region 

825 deceased

727 invited

279 participants

Selected hospital in the 
Stockholm healthcare region 

807 deceased

550 invited

206 participants
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deceased persons had slightly higher education levels (20% higher education and 

67.4% lower education).   
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Table 4. Characteristics of the deceased persons and their family members  

  Deceased persons Family members 

          % a     n         % a     n 

Sex (missing =0/0) b     
Male  50.3 (244) 29.3 (142) 
Female 49.7  (241) 70.7 (343) 

Age (missing = 1/8) b     
18-49 1.2     (6) 9.2   (45) 
50-59 2.3   (11) 22.3 (108) 
60-69 8.9   (43) 31.3 (152) 
70-79 23.1   (112)   22.9 (111) 
80-89 36.7 (178)   11.3   (55) 
90+ 27.6 (134)     1.2     (6) 

Educational attainment (Missing = 5/3) b     
Lower secondary education 72.4 (351) 29.5 (143) 
Higher secondary education 11.1   (54) 30.5 (148) 
Higher education 15.5   (75) 39.4 (191) 

Direct cause of death c     
    Alzheimer’s 0     (0)   
    Neurodegenerative diseases 0.6     (2)   
    Liver diseases 1.2     (4)   
    Renal diseases 3.1   (10)   
    Cancer 20.2   (66)   
    Respiratory diseases 32.4 (106)   
    Heart diseases (incl. cerebrovasular) 42.5 (139)   
Underlying cause of death 1 c     
    Alzheimer’s 1.0     (4)   
    Neurodegenerative diseases 1.0     (4)   
    Liver diseases 1.5     (6)   
    Renal diseases 9.4   (38)   
    Respiratory diseases 15.1   (61)   
    Cancer 15.8   (64)   
    Heart diseases (incl. cerebrovasular) 56.3 (228)   
Underlying cause of death 2 c     
    HIV/Aids    0.3     (1)   
    Liver diseases 0.9     (3)   
    Neurodegenerative diseases 1.2     (4)   
    Alzheimer’s 3.5   (12)   
    Renal diseases 4.4   (15)   
    Respiratory diseases 10.2   (35)   
    Cancer 15.2   (52)   
    Heart diseases (incl. cerebrovasular) 64.3 (220)   
Length of illness before death (Missing=6) b     
    Sudden death 5.4   (26)   
    < 24 h 2.1   (10)   
    24 h - 1 week 10.7   (52)   
    1 week -  1 month 13.0   (63)   
    1 month - 6 months 14.8   (72)   
    6 months - 1 year 10.3   (50)   
    1 year or more 42.5 (206)   
Relationship (missing = 4) b     
     Spouse   34.5 (166) 
     Child   51.8 (249) 
     Other d   13.7   (66) 
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a Column percentage displayed 

b Missing =0/0, shows number of missing cases for deceased persons/bereaved family members 

c Underlying causes of death according to Murtagh’s (2014) model for potential palliative care needs 
d E.g. parent, sibling, friend 
 

5.3. Data collection 

5.3.1. Translation of VOICES (SF) 

The process used for translation of VOICES (SF) from English to Swedish 

followed the EORTC (the European Organisation for Research and Treatment 

of Cancer) translation procedure, including forward and backward translation 

[131]. The questionnaire was first translated into Swedish by two independent 

native Swedish-speaking persons with extensive knowledge of English. The 

translations were reviewed by the research group to identify and solve potential 

problems with the translations (e.g. difficult words and understanding), and to 

agree upon a version for the translation. This version was then translated back 

into English by two independent professional translators who are both native 

English speakers with extensive knowledge of the Swedish language. Finally, the 

two back translations were reviewed by the research group and one agreed upon 

Swedish version of VOICES (SF) was produced for content validation. 

5.3.2. Validation of VOICES (SF) 

A specific aim in study I was to evaluate if the VOICES (SF) questionnaire items 

were relevant, understandable, clear, and sensitive from the perspective of 

bereaved family members when used for the evaluation of quality of care at the 

end of life in Sweden. To validate the VOICES (SF) questionnaire items regarding 

clarity, understanding, relevance and sensitivity, 27 individual structured cognitive 

interviews with bereaved family members were performed and 8 family members 

chose to participate via post. Aspects that were more specifically validated were 

whether the questionnaire items were, in any way, perceived as offending or 

provoking strong feelings, or if any of the items could have been worded 

differently. All the cognitive face-to-face interviews were audio recorded with 

permission from the participants and were carried out by the author of this thesis, 

who documented the participants’ concerns for each of the questionnaire items. 

The questionnaire was completed by the participants during the interview and this 

was the first time the participants had seen the questions. Prior to answering the 
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clarity, understanding, relevance and sensitivity, 27 individual structured cognitive 

interviews with bereaved family members were performed and 8 family members 

chose to participate via post. Aspects that were more specifically validated were 

whether the questionnaire items were, in any way, perceived as offending or 

provoking strong feelings, or if any of the items could have been worded 

differently. All the cognitive face-to-face interviews were audio recorded with 

permission from the participants and were carried out by the author of this thesis, 

who documented the participants’ concerns for each of the questionnaire items. 

The questionnaire was completed by the participants during the interview and this 

was the first time the participants had seen the questions. Prior to answering the 
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questionnaire, the participants were asked to focus on the clarity, understanding, 

relevance, sensitivity (provokes feelings) and alternative options for responses or 

wording of the questionnaire items. The cognitive interview method think aloud 

was used [132]. The participant read out the questions while filling out the 

questionnaire and, whenever there was anything unclear or the participants had 

any point of view, these were spoken out loud so the researcher could ask probing 

and clarifying questions. The length of the cognitive interviews varied between 30 

minutes and 2 hours; the average length was about 45 minutes. The participants 

chose the setting for the interviews: the participants’ home, the research group’s 

office or another preferred place. Of the participants, 8 wished to participate via 

post instead of through an interview in person. They then answered the 

questionnaire at home and were asked to consider if the items were relevant, 

understandable, clear or sensitive and if any were perceived as offending or 

provoking strong feelings or if any of the items could have been worded 

differently. They were asked to write comments next to the questionnaire items 

related to any of the aspects mentioned above and received a follow-up via phone. 

Additionally, an expert group reviewed the questionnaire items’ clarity, 

understanding, relevance, sensitivity (provokes feelings) and alternative options 

for wording or responses. The expert group consisted of clinicians (a surgeon 

with extensive experience of surgical care of cancer patients; a palliative care unit 

deacon; a head nurse responsible for several nursing homes; and a palliative care 

specialist nurse from a palliative care unit). The expert group complemented the 

views from the bereaved family members with their specific professional expertise 

as well as their clinical knowledge with regard to their different specific care 

places/types of care. 

5.3.3. Survey - VOICES (SF) Views of Informal Carers – 

Evaluation of Services (Short form) 

The VOICES questionnaire was originally developed from the Regional Study of 

Care for the Dying (RSCD) interview survey [133], which was based on that used 

by Cartwright [134, 135]. Bereaved family members were interviewed in these 

surveys. A randomised controlled trial was conducted for the VOICES 

questionnaire to test the impact of data collection by post rather than face-to-face 

interviews on response rate, response bias and the nature of the responses [136]. 
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It was found that mode of recruitment and completion did not significantly affect 

response rate or respondent characteristics. Interview respondents were found 

significantly more likely to give top ranking responses to service satisfaction and 

symptom control questions compared to postal respondents, which has been 

suggested might reflect factors of social desirability during the interviews [32].  

Between 2002-2004, major revisions of the VOICES questionnaire were made, 

following literature reviews of best practice in measuring satisfaction [98], what 

constitutes a ‘good death’, research about healthcare professionals’, bereaved 

family members’ and ill persons’ priorities for measurement at the end of life 

[137], and consultation with survey users. The end result was the core VOICES 

questionnaire focusing on the last three months of life, with 142 items in sections 

covering service use, care experience and satisfaction with services in the 

community, care homes, hospitals and hospice care settings, and on the care 

received in the last three days of life, circumstances surrounding the death, and 

demographic information. The VOICES questionnaire is considered to be a 

survey instrument rather than a psychometric scale. Items are added or deleted 

depending on the purpose of a survey, which is facilitated by a question bank 

[138].  

The VOICES questionnaire has been used in a number of surveys in both specific 

populations, such as patients dying from stroke, chronic heart disease, obstructive 

pulmonary disease (COPD), in different care places, and on both a population 

level and in cross-sectional studies [96]. A Swedish study about the quality of care 

in nursing homes during the last week of life used parts of the VOICES 

questionnaire: the domain about the last three days of life and the circumstances 

around the death. Those parts where translated and a small pilot study was 

performed, although no publication of the translation and pilot study for 

validation was produced [46]. 

VOICES Short Form (SF) is based on the full VOICES questionnaire described 

above and was developed through consultation with patients, family members 

and healthcare professionals as well as a national organisation for bereavement 

suppport. Additionally, in order to decide which items to include in VOICES 

(SF), existing datasets from previous use of VOICES were analysed regarding 

overlap and repetition, floor and ceiling effects and compliance. Further, several 
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key areas in the UK End of Life Care strategy from 2008 were not covered in the 

core VOICES, or were covered inadequately, so these were added to the VOICES 

(SF) questionnaire. Once VOICES (SF) had been developed following the 

descriptions above it was pre-piloted on a convenience sample of twelve palliative 

care healthcare professionals and researchers [138]. Both the VOICES (SF) pilot 

questionnaire and the proposed survey methods for the national survey were then 

tested in a pilot survey [139]. Data from the pilot survey were analysed to make 

final decisions about item inclusion for VOICES (SF).  

The final version of VOICES (SF), translated into Swedish and used in this thesis, 

contains 59 questions about the care that deceased persons received, family 

members’ experiences of aspects of care and their satisfaction with the overall 

care, and from specific care places/care services. For some questions, family 

members are asked to respond as proxies for the deceased person, e.g. for pain 

and symptom control or the deceased persons’ preferences. However, most items 

are from the family members’ perspective and some explicitly investigate their 

experiences of the care and bereavement [96, 138]. The full version of VOICES 

(SF) has been translated and validated into other languages, e.g. Bengali, Danish 

and German [140-142]. 

The Swedish version [143] comprises the following domains: Care at home, 

including questions about urgent care provided out of hours; Care from home 

care services, district- and county nurses, GP and specialised home care services; 

Care homes; Hospital care; Specialised palliative care units/hospice care; Care 

during the last two days of life; and Circumstances around the time of death. It 

contains 75 items, with the initial items concerning characteristics (e.g. age, sex, 

educational attainment, country of birth, relationship to the deceased person) 

followed by items about symptom relief, being treated with respect and dignity by 

healthcare staff, and satisfaction with the care; these items recur for each care 

place and care service. Further items concern end-of-life communication, 

involvement in decision-making about care, support for family members during 

the illness, at death and after the death, and satisfaction with the overall care, 

taking in all the care received during the last three months of life. There are also 

several open-ended questions. See Table 5 for information about which 

questionnaire items were used in this thesis. 
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Table 5. Overview of all questionnaire items used in the thesis 
Items  Response alternatives Analysis 

Overall, do you feel that the care he/she got 
from the X staff was? (homecare services, 
district-county nurses, GP, nursing home, 
hospital and specialised palliative care unit 
(e.g. in-patient hospice) 

Excellent; good; fair; poor; don’t 
know 

Descriptive 
statistics  
and logistic 
regression 

Overall, and taking all services into account, 
how would you rate his/her care in the last 
three months of life? 

Outstanding; excellent; good; fair; 
poor; don’t know  
 

Descriptive 
statistics  
and logistic 
regression 

How much of the time was he/she treated 
with respect and dignity by the staff? 
(homecare services, district-county nurses, 
GP, nursing home, hospital and specialised 
palliative care unit (e.g. in-patient hospice) 

Always; most of the time; some of 
the time; never; don’t know 
 

Descriptive 
statistics and 
ordinal 
regression 
with a mixed 
model 
approach 

Did the person who told him/her that he/she 
was likely to die soon, tell him/her this in a 
respectful way? 

Yes, definitely; yes, partly; no, not at 
all; does not apply, they did not know 
he/she was dying; does not apply; 
they did not tell him/her; unsure 

Descriptive 
statistics  
and ordinal 
regression 

Were any decisions made about his/her care 
that he/she would not have wanted? 

Yes; no; don’t know Descriptive 
statistics  
and logistic 
regression 

Looking back over the last three months of 
his/her life, was he/she involved in decisions 
about his/her care as much as he/she would 
have wanted?  
 

He/she was involved as much as 
he/she wanted to be; he/she would 
have liked to be more involved; 
he/she would have liked to be less 
involved; don’t know 

Descriptive 
statistics  
and logistic 
regression 

Overall, do you feel that you and your family 
got as much help and support from health and 
social services as you needed when caring for 
him/her? 
 
 
 
Please feel free to make comments in the 
space below 

Yes, we got as much support as we 
wanted; yes, we got some support, 
but not as much as we wanted; no, 
although we tried to get more help; 
no, but we did not try to get more 
help; we did not need help 
 
Open-ended question 
 

Descriptive 
statistics  
 
 
 
 
 
Qualitative 
analysis 

Were you contacted soon enough to give you 
time to be with him/her before he/she died? 

Yes; no; I was already there; it was 
not clear he/she was going to die 
soon; I couldn’t have got there 
anyway; I was not contacted 

Descriptive 
statistics 

Were you or his/her family given enough help 
and support by the healthcare team at the 
actual time of his/her death? 

Yes, definitely; yes, to some extent; 
no, not at all; don’t know 

Descriptive 
statistics 

Were you or his/her family treated with 
respect by the staff after he/she had died? 
 
Please feel free to make comments in the 
space below 

Yes; no; don’t know; does not apply, 
I had no contact with the staff 
 
Open-ended question 

Descriptive 
statistics 
 
Qualitative 
analysis 
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5.4. Analyses 

In study I, qualitative analysis of the data from the cognitive interviews was 

performed. For studies II and IV, quantitative and qualitative analyses were 

employed, and for study III different quantitative analyses were performed.  

5.4.1. Quantitative analyses 

In study II, explorative descriptive and logistic regression analyses were 

performed. The characteristics of the bereaved family members and the deceased 

persons, as well as satisfaction with care, were explored with descriptive statistical 

analysis. Multivariable logistic regression analyses were performed to explore 

associations between overall satisfaction with care and the characteristics of the 

deceased persons and their bereaved family members. Initially, the forced entry 

method was employed for these analyses and all co-variables were entered 

simultaneously. Co-variables were considered to have a significant association 

with the outcome if p<0.05. The analyses were then also performed using forward 

stepwise regression to confirm the significance of the co-variables by adding the 

co-variables one by one. The significant co-variables remained significant 

throughout the whole analysis process and no other co-variables were significant 

at any point during the analysis.  

In study III, explorative descriptive analysis and regression analyses were 

performed. Descriptive statistical analysis was used for the division of different 

care places/care services as well as number of care places and to explore the 

characteristics of the bereaved family members and the deceased persons. 

Additionally, the following dependent variables were explored descriptively: to 

Since he/she died, have you talked to anyone 
from health and social services, or from a 
bereavement service, about your feelings 
about his/her illness and death? 

Yes; no, but I would have liked to; 
no, but I did not want to anyway; 
unsure 

Descriptive 
statistics 

Please use the space below if there is anything 
else you would like to tell us about the care 
and support you received 

Open-ended question Qualitative 
analyses 

What, if anything, was good about the care? Open-ended question Qualitative 
analyses 

What, if anything, was bad about the care? Open-ended question Qualitative 
analyses 
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what extent the deceased person was treated with respect and dignity, 

communication about imminent death in a respectful way to the deceased person, 

the deceased person’s involvement in decision-making about the care, and 

decisions made about the care that the deceased person would not have wanted. 

Ordinal regression analysis with a mixed model approach was performed to 

explore influences of care place and diagnosis on bereaved family members’ 

reports regarding the extent to which the deceased person was treated with 

respect and dignity by the staff, also controlled for the characteristics of the 

deceased persons and their relationship with the bereaved family members. A 

mixed model approach was applied for parts of the analyses to account for the 

dependency and correlation of family members of deceased persons who had 

received care in multiple care places [144]. The dependent variable 

‘Communication about imminent death’ was analysed with ordinal regression. 

Logistic regression analyses were performed for the dependent variables about 

involvement in decision-making about the care and whether any decisions were 

made about the care that the deceased person would not have wanted. For all the 

analyses, a forward selection method was used and the variables were entered 

stepwise. AIC (Akaike information criteria) was used for measure of model-fit. 

An association between co-variables and outcome was considered significant if 

p<0.05. 

In study IV, descriptive statistical analyses were used to explore the characteristics 

of the deceased persons and their family members, and the selected questionnaire 

items about support received by family members during the illness, at death and 

after death. Statistical Package for the Social Sciences (SPSS) version 21.0 (IBM 

Corp., Armonk, NY, USA) was used for all statistical computations and in study 

III, the environment R, version 3.6.1 (R Foundation, GNU General Public 

License) for statistical computing and techniques was also used. 

5.4.2. Qualitative analyses  

Based on the cognitive interviews in study I, the bereaved family members 

responses to each question in VOICES (SF) were analysed regarding similarities 

and differences, based on the categories clarity, understanding, relevance, 

sensitivity and other options for response or alternative wording, and were 
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summarised. The comments from the health professional expert group were 

summarised and accounted for when making decisions about item modifications.  

In studies II and IV, responses to several open-ended questions in VOICES (SF) 

were analysed. In study II, a qualitative descriptive analysis was chosen [145] for 

responses to three open-ended questions. The questions were: if there was 

anything else the family member would like to add about the care and support 

received, and if there was anything they regarded having been particularly good 

or bad about the care. The qualitative analysis was employed to enhance 

understanding of the quantitative results and to explore aspects of the care 

potentially important for care satisfaction from the perspective of bereaved family 

members. Initially, all responses were read and irrelevant responses (n=44) were 

excluded. The analysis was then based on a total of 425 comments made by 220 

participants, with a great variety in content from just a few words to full pages; 

on average the comments were 1-2 sentences. The number of comments per 

family member varied between 1-3 and some comments contained several 

aspects. The responses were read through to get an overview and then read again 

to identify and code the statements of different (positive and negative) 

experiences of the care, and a quantitative count of the frequencies of statements 

was made. The statements were categorised into aspects expressed as particularly 

positive or negative parts of the care. The analysis was manifest and as little 

interpretation as possible was used.  

The analysis in study IV was guided by interpretive description [146]. Responses 

to five open-ended questions were analysed, which was a total of 638 responses, 

made by 270 family members concerning their experiences of support during the 

illness, at the time of death, and after the death of the ill person. After excluding 

irrelevant responses, 529 responses, 20 full pages of single-spaced text, were 

analysed. Most responses were 1-2 sentences, but there was a range of just a 

couple of words to full pages. They also varied in scope of content, with some 

quite exhaustive stories, and others with short, but substantial responses. Both 

descriptive and interpretive processing of data was carried out in the analysis. In 
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the studied phenomenon [146]. Initially, all the open-ended responses were read 

through, with the study aim in mind, to obtain an overall picture. Then all the 

responses were read again in the context of the family members’ varied responses 

to the questionnaire items about support, to discover patterns and deepen the 

understanding of the quantitative responses. This was followed by the text being 

broadly coded by identification of meaningful content and variations of 

contextual descriptions of support, which were organised into patterns of 

experiences. Then the patterns were read again and an interpretation was made 

through a process of asking questions such as “what is the underlying meaning of 

this?” The descriptions and interpretations of the open-ended responses were 

continuously revised and discussed within the research group to clarify and 

further develop the analysis. 
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6. Ethical considerations 

The research in this thesis was conducted in accordance with the Ethical 

principles for medical research involving human subjects of the Declaration of 

Helsinki [147] and with relevant ethical standards of national and institutional 

committees.  

In this thesis, the four ethical principles of Beauchamp and Childress, autonomy, 

non-maleficence, beneficence, and justice [148], have been considered. Respect 

for autonomy means to provide sufficient information and time to understand 

the information, to act intentionally and make autonomous decisions, and to 

respect these. In the studies in this thesis, the invited bereaved family members 

were provided with written information about the study purpose and procedures 

as well as a contact number for the researchers, prior to participation. Beneficence 

is directed to promoting the wellbeing of patients and society, and balancing risks 

against benefits. The benefits of this thesis were considered to exceed the risk of 

harming bereaved family members through their participation in the studies. 

Non-maleficence implies doing no harm, which has been especially important to 

consider in this thesis through being cautious not to distress family members who 

chose not to participate by sending repeated reminders. The ethical principle of 

justice has been of importance for the decision to use the bereaved family-

members responses to the open-ended questions, to actually make use of the 

experiences they took time to share, and to do them justice [148].   

6.1. Benefits, risks and burdens of participation 

Most people, both family members and ill persons in the context of care at the 

end of life and dying, value the opportunity to contribute their knowledge and 

experience. A likely benefit of participation is thus the sense of influence and the 

knowledge that their experiences might contribute to improved care at the end of 

life for other ill people and family members [149, 150]. Based on this, it was 

estimated that the benefit of this thesis exceeds the risk of harming bereaved 

family members through their participation in the studies. 

It is possible that the letter with the request to participate, the phone call to follow 

up the invitation and the interview for content validation in study I, and for 

studies II-IV, the single postage of the VOICES (SF) questionnaire, could have 

evoked upsetting feelings about the death of the deceased person. Based on past 
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experience, this risk is, however, considered to be small. Swedish research 

experience of asking bereaved family members to participate in studies is good. 

For example, in a population-based study of parents who lost a child, which 

research shows is something very stressful, 99% of the participants (n=423) 

considered the retrospective study to be valuable [151]. This result has become 

indicative for ethical considerations concerning studies on people in bereavement. 

In this thesis, none of the 35 participants in the validation study reported negative 

experiences from their participation, a few found some of the questions in the 

questionnaire emotionally upsetting but, despite that, they valued participation 

and found it meaningful. During data collection in the autumn 2017 for studies 

II-IV, a total of 47 contacts were made with the researchers via telephone, email 

or post after receiving the postal questionnaire. The majority just wanted to share 

that they did not wish to participate. Some declined participation since they were 

not close to the deceased person and did not think they could answer the 

questions. Others declined because the deceased person had only been ill for a 

short time and thought, therefore, that they should not answer the questionnaire. 

A few of the people who declined participation did so because they found it too 

emotional and difficult to complete the questionnaire; however, none of them 

reported being upset by receiving it. One person declined participation and found 

the questionnaire upsetting since it was received by post around the time of the 

one-year anniversary of the ill person’s death.  

6.2. Informed consent 

All the participating bereaved family members in study I gave written informed 

consent for the cognitive interviews prior to being interviewed. They were 

informed that they could withdraw their consent and participation at any time 

during the interview or the study period. For studies II-IV, the invited family 

members were sent written information, which assured them of confidentiality 

and that they had the right to withdraw from the study at any time without 

explanation. A returned questionnaire was considered to be consent; no other 

written informed consent for participation was obtained. 
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6.3. Confidentiality 

All collected data have been carefully handled to ensure confidentiality. Data 

containing personal information have been coded and anonymised, and thereafter 

only used in coded form. The key to the coding and the identification of the 

participants were destroyed. The data have only been accessed by members of the 

research group.  

6.4. Ethical approval  

The studies were approved by the Regional Ethical board in Stockholm, Sweden 

(Approval number study I: 2016/05-31, Approval number studies II-IV: 

2017/265-31). 
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7. Results  

7.1. The VOICES (SF) questionnaire 

The results showed the VOICES (SF) questionnaire to be feasible to use in a 

Swedish context, provided that it was culturally adapted, i.e. translation alone was 

not enough. The bereaved family members had concerns regarding 26 of the 62 

items in the VOICES (SF) questionnaire. The main concerns related to the 

understanding and clarity of some of the items, and a few concerns regarded the 

relevance of different response alternatives or items. Two family members found 

completing the questionnaire emotional, but still important and manageable (I).  

Family members had, for example, concerns about one item regarding pain that 

recurred in all parts of the questionnaire. The response alternatives were found 

too similar and not clearly formulated. Additionally, some family members found 

none of the options applicable, since the pain varied or worsened over the last 

three months in life, so it was difficult to give only one answer. The professional 

experts also found the answers too similar and not clearly formulated. The 

response alternatives for the items concerning pain management were therefore 

made clearer and more distinct (I).  

The item about time of illness before death was also found to be unclear. Several 

family members found it difficult to respond since the ill person had died from a 

chronic disease and had received the diagnosis a long time before death, and may 

not have been severely ill until closer to their death. The response alternative “one 

year or more” was already available so the response alternatives for this item were 

not changed. Items were requested regarding the support they as family members 

received during the illness period and items enabling evaluation of social services, 

home care services and specialised palliative home care. There was already an item 

about support for family members in the section concerning home care so this 

item was moved to a part of the questionnaire with items relevant for all care 

places. Additionally, items about home care services and specialised palliative 

home care were added to fit the Swedish context (I).  
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7.2. Satisfaction with care in different care 

places/care services 

Of the deceased people, 79.2% had, at some point, received care at home. The 

care at home was provided by GPs (52%), district nurses (36.7%) or/and 

specialised palliative home care (17.9%). A total of 27.4% were cared for in a 

nursing home and 15.7% in a specialised palliative care unit. The deceased persons 

had received care in one to four care places during their final three months of life. 

Care in two places was most common (63.4%), followed by three places (20.4 %), 

one place (12.9%) and, least commonly, four places (3.3%).  

Family members’ satisfaction with the care that the deceased person had received 

in different care places/care services varied. Of the family members, 78.7% rated 

the overall care as high (outstanding, excellent or good); overall care included all 

the care received during the last three months (II). For the care that the deceased 

person had received in a specialised palliative care unit (e.g. hospice), 87.1% of 

the family members reported being satisfied (excellent and good ratings of the 

care), 87% were satisfied with the hospital care, 72.3% with the care provided by 

district-/county nurses, 65.4% with the care in nursing homes, 62.1% with 

specialised home care and 59.6% with the care from general practitioners (GPs) 

(Figure 2). Particularly negative aspects of care reported in the open-ended 

responses related to care places and care services.  The negative aspects of care 

relating to care place/care services that family members described were, for 

example, experiences of poor co-operation between caregivers and staff, too long 

a wait in the emergency room, too many emergency room visits or too many care 

places, as well as the wait to receive or even access certain care. Family members 

also reported specific care places as highly satisfactory and others not at all 

satisfactory. Other aspects family members reported relating to the satisfaction 

with care in different care places and care services were, for example, the 

availability of the healthcare provider, and the possibility of a single room and of 

staying with the dying person (II).  

Statistically significant associations were shown between bereaved family 

members’ satisfaction with the overall care and the deceased person’s diagnosis 

(cancer/non-cancer), length of illness, and educational attainment, as well as the 

family member’s relationship to the deceased person (II). Bereaved 
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spouses/partners were more likely to have reported a higher satisfaction with the 

care than children or other relatives (OR: 2.86, CI: 1.405.80). Bereaved family 

members of deceased persons with a cancer diagnosis were more likely to have 

reported a higher satisfaction with the care (OR: 2.10, CI: 1.193.73). If the 

deceased person had an illness duration longer than a year before death, family 

members were more likely to have reported a lower satisfaction with the overall 

care (OR: 1.75, CI: 1.092.79). This was also the case if the deceased person had 

a higher educational attainment (OR: 2,03, CI: 1.143.61) or if the bereaved family 

member had a higher educational attainment (OR: 2.02, CI: 1.083.76) (II). 

 

Percentage of satisfaction is to be seen in proportion of the sample receiving different types of 
care/services, not as a percentage of the total sample. Each category (care place/care provider) adds 
up to 100%. Missing: Overall care satisfaction 2%; District-/county nurses 4.6%; General 
Practitioners (GP) 6.7%; Specialised home care 3.5%; Hospital 1.6%; Nursing home 3.6%; Specialised 
care unit (Hospice) 0%. 

Figure 2. Distribution of bereaved family members’ satisfaction with care, the overall care and 
different care places/care service 
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7.3. End-of-life communication, information 

and involvement in decision-making about 

care 

In studies II-IV, family members reported their experiences related to 

information and communication about the illness prognosis, deterioration and 

end-of-life issues. Information and communication about the illness, prognosis 

and treatments were reported in relation to particularly positive and particularly 

negative experiences. Being continuously updated and informed in a sensitive way 

about the prognosis and imminent death was reported as positive. This was 

opposed to a lack of information of a crucial nature, e.g. prognosis or a rapid 

decrease in the ill person’s condition when approaching imminent death, as a 

negative experience regarding satisfaction with care (II). 

Of the bereaved family members, 20.1% reported that the deceased person had 

been informed in a respectful way that he/she was going to die soon, 14% 

reported that this was partly the case and 9% that the ill person had not at all been 

told of an imminent death in a respectful way. A fifth (20.5%) reported that the 

deceased person was not informed that he/she was going to die soon and another 

24.3% did not know if the deceased person had been informed (III) (Figure 3).  
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*Missing responses (n7) are excluded from the analyses 

Figure 3. Percentage of family members’ responses to whether the person who told the ill person 
that he/she was likely to die soon did this in a respectful way 
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Family members described being contacted in time to be with the dying person 

as being important since it enabled the opportunity to say a last goodbye, and so 

that the ill person did not die without any family present. Family members also 

expressed difficulties in understanding how quickly the end could come and had 

not realised how close death was (IV).  

Information and communication were also described as important, e.g. related to 

a follow-up conversation after the death of the ill person. Family members 

described a follow-up conversation with the member of the healthcare staff who 

was present at the time of the death and receiving information about how the ill 

person had been as being valued. The absence of a follow-up conversation with 

staff who could answer questions about the death was described as a 

disappointment and left family members ruminating over how the ill person was 

at the very end (IV).  

Approximately half (59.5%) of the bereaved family members reported that the 

deceased person was involved as much as he/she would have wanted in decision-

making about the care. Almost a third (28.7%) did not know if the deceased 

person had been involved as much as he/she had wanted. Family members 

reported that 10.8% of the deceased persons would have liked to be more 

involved and that 1% would have liked to be less involved. Family members 

reporting that the deceased person had been involved as much as he/she wanted 

in decision-making about the care was less likely if he/she had been cared for in 

a specialised palliative care unit (OR:0.41, CI:0.200.87), while reports about 

having been involved as much as he/she wanted were more likely if the person 

had been cared for at home (OR:2.17, CI:1.09–4.26) or had a cancer diagnosis 

(OR:2.36, CI:1.165.28). No other co-variables controlled for were significant 

(III).  

Of the family members, 62.9% reported that no unwanted decisions were made, 

13.6% that decisions about the care that the deceased person would not have 

wanted had been made and 23.5% did not know. There was a higher likelihood 

of family members reporting that unwanted decisions had been made if the 

deceased person had been cared for in a nursing home (OR:1.95, CI:0.993.40) 

or if the deceased person had a higher secondary education (OR:2.40, CI:1.03–

5.44). No other co-variables controlled for were significant (III).    
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7.4. Support from healthcare staff and their 

approach – being treated with respect and 

dignity  

Satisfaction with care related to the staffs’ approach, competence and 

commitment. The staff having treated the ill person and the family members with 

respect and dignity was reported as particularly positive. Whereas staff showing a 

lack of commitment, e.g. not giving the ill person the time they needed or being 

uncaring and uninterested or lacking in knowledge, was experienced as a 

particularly negative aspect of care (II).  

The extent to which the deceased person was treated with dignity and respect by 

the staff was associated with the care place/care service. Of the family members, 

67.9% reported that the deceased person was always treated with respect and 

dignity in specialised palliative care units, 56.2% when cared for in hospitals, 

53.0% by district-/county nurses, 47.0% by staff from specialised palliative home 

care, 41.5% by GPs and, finally, 30.4% by staff in nursing homes (Figure 5). 

Accordingly, the ordinal mixed model analysis showed that the bereaved family 

members were less likely to have reported that the deceased person had been 

treated with respect and dignity when cared for by nursing home staff (OR:0.21, 

CI:0.12 - 0.38) or GPs (OR:0.37, CI:0.23 - 0.60) (III). Furthermore, bereaved 

family members other than the spouse/partner (OR:0.25, CI:0.13 – 0.50) were 

less likely to report that the deceased person had been treated with respect and 

dignity.  
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*Percentage is to be seen in proportion of the sample receiving different types of care/services, not 
as a percentage of the total sample. Each category (care place/care service) adds up to 100%. 

 
Figure 5. Percentage of bereaved family members’ reports concerning respect and dignity towards 
the deceased person from staff in different care places 

The support given to family members by staff during the illness trajectory, at 

death and after the death was reported as essential for family members (II & IV), 

and as a vital aspect of satisfaction with care, reported as positive when fulfilled 

and as negative when unmet (II). More than half (58.8%) of the bereaved family 

members reported that they had received as much help and support as they 

wanted during the illness of the deceased person, but a third (30.2%) reported 
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that they had not. About half (52. 8%) of the bereaved family members reported 

that they had received enough help and support at the actual time of the ill 

person’s death. Almost a third (27.6%) experienced they received help and 

support to some extent and another 12.4% reported they had not at all received 

enough help and support at the time of death (IV) (Figure 6).  

 

Figure 6. Percentage of family members reporting that they or the deceased person’s family 
received enough help and support from the healthcare team at the actual time of death 

There were few reports from family members about their experiences of the help 

and support they themselves received during the illness period. Instead, many 

family members had written about the care that the ill person did or did not 

receive. The fulfilment of the ill person’s care needs seemed important for how 

family members reported experiences of the help and support received during the 

illness period. For example, they described how the ill persons had been denied 

admission to a nursing home or been discharged without a care plan after an 

emergency visit to the hospital. They expressed disappointment with the 

healthcare service and more specifically the decision-making process about care 

needs. Family members also described the absence of care or insufficient care, 

such as being cared for at home without adequate care and supervision, resulting 

in frequent emergency visits with long waiting times. Family members stated that 
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a condition for fulfilment of the ill person’s care needs was how important it was 

that they, as well as the ill person, had been listened to by care providers. A 

common example was how care had not been provided because the ill person did 

not want care, even though the family member found it necessary. These 

situations were described as stressful for the family members who couldn’t be on 

hand all the time, particularly in situations when the ill person lived alone, had a 

history of many fall injuries, or a dementia diagnosis (IV).  

Furthermore, family members described how they had to act as coordinator for 

the ill person’s care because of poor communication and cooperation between 

the healthcare providers. This resulted in family members feeling that they had to 

make sure that things were being done and in uncertainty about who had the 

primary responsibility for care - the healthcare service, the ill person or the family 

members (IV). In comments about support given by healthcare staff at the time 

of the ill person’s death, family members expressed a wish that more empathy had 

been shown, e.g. with a hug or in communication; they also expressed 

appreciation for being given space and time to mourn.  Other efforts that were 

appreciated were staff showing respect by caring for the deceased person, e.g. 

cleaning, dressing and preparing the deceased person and making the room look 

nice with flowers or lit candles. The majority (85.8%) of family members reported 

having been treated with respect at the time of the ill person’s death (IV). 

After the death of the ill person, 25.2% of the bereaved family members had 

spoken to someone from the healthcare service, social services or bereavement 

support about their feelings about the deceased person’s illness and death. Almost 

half (48%) had not spoken to anyone and had not wished to, whereas about a 

fifth (21.0%) had not spoken to anyone, but would have liked to do so. Family 

members expressed a wish for support after the death and were disappointed if 

they did not receive any, and others described how support that was offered was 

not fulfilled (IV).  
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8. Discussion  

The overall aim of this thesis was to investigate bereaved family members’ 

experiences of support and care during the last three months of life for people 

with advanced illness.  

Initially, the VOICES (SF) questionnaire was validated and culturally adapted to 

be considered feasible for use in a Swedish context. Studies II-IV focused on 

selected key areas of care at the end of life: satisfaction with care, being treated 

with respect and dignity, end-of-life communication, involvement in decision-

making and support for family members. Additionally, differences related to care 

place/care service, socio-economic and individual factors were investigated. First, 

VOICES (SF) will be discussed, followed by the results related to the chosen key 

areas and, finally, methodological considerations.  

8.1. VOICES (SF)  

Study I concluded that the Swedish version of VOICES (SF) was feasible to use 

in a Swedish context and was equivalent and comparable with the English original 

and other translated versions of VOICES (SF). Some minor modifications to 

enable cultural adaptation were made, and a fine balance was kept in order to stay 

as close as possible to the original. The modifications did not change or affect the 

meaning of the questionnaire items or the original content of the questionnaire.  

The main concerns from the content validation were related to the understanding 

and clarity of questionnaire items, and a few concerns were related to the 

relevance of items or the different response alternatives. There were difficulties 

in translating some items and response alternatives, e.g. the response alternatives 

for items about pain. Difficulties in translation may occur if two languages have 

non-equivalent words or idiomatic expressions [152]. The difficulties in 

translating response alternatives for the items about pain could have been because 

the Swedish and English alternatives varied slightly in meaning/severity of pain. 

Additionally, in the cognitive interviews, almost a quarter of the family members 

could not find an appropriate answer for the items about pain. The actual wording 

of the items regarding pain might initially have been developed for people with 

cancer whose pain may differ from that of people with other chronic illnesses. In 

addition, the ill persons with a cancer diagnosis may have received more adequate 
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pain relief than the ill persons with a non-cancer diagnosis [45, 60]. Family 

members also expressed that the pain varied and worsened over time so it was 

difficult to answer for a three-month period. Pain may vary depending on 

diagnosis, is perceived differently by each individual, and can be affected by other 

factors, e.g. the presence of other symptoms [153]. For most ill persons, pain at 

the end of life worsens over time [154]. Furthermore, family members of deceased 

persons with a chronic illness other than cancer had difficulty responding to how 

long the person had been ill before they died. People with chronic illnesses, other 

than cancer, can sometimes have an illness for a whole lifetime but are seriously 

ill for only a short period before death [155, 156]. There were no concerns raised 

by family members or the expert group about the questionnaire items focusing 

mainly on pain. However, given the multidimensionality of symptoms potentially 

present at the end of life, VOICES (SF) should be developed to include items 

concerning other common symptoms. 

In studies II-IV, concerning issues were encountered related to the content and 

construction of some of the items. The structure of the demographic items about 

occupation resulted in responses that were not meaningful and could therefore 

not be used for analysis; a majority reported being pensioners despite the 

questions being intended to address occupation when they were actively working. 

This was not recognised during the validation. These items would benefit from 

being further validated and developed. Construct or item placement seemed to 

have had an impact on family members’ responses. For example, the placement 

of the open-ended questions directly after an item about bereavement support 

seemed to have been interpreted by many as a space to leave a comment referring 

only to support. The construct of surveys is essential to avoid response and 

measurement errors; this can be avoided by applying a natural order and grouping 

related concepts together, thereby enhancing clarity [157]. Another example is the 

question about whether family members felt they had received as much help and 

support as they needed during the last three months of the ill person’s life. Given 

large geographical differences in the availability of support for family members, 

and differences between care places/care services, it is difficult to know what help 

and support the family members actually had access to. Hence, their responses 

might have tended to be more about the care the ill person did or did not receive 

rather than about their own support. The addition of a prior item about what help 
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and support they received during the illness period might clarify this. Further, the 

section about care received in hospital concerns the last hospital admission before 

death. If the ill person had experienced frequent hospital admissions, it might 

have been difficult for family members to specifically remember the last 

admission and separate this from all the others.  

8.2. Satisfaction and being treated with respect 

and dignity related to care place/care services   

Taking all care services into account, a large proportion (78.7%) of the bereaved 

family members were satisfied with the care the deceased person had received 

during the last three months of life. Their satisfaction was associated with the care 

place/care service, and responses to the open-ended questions reinforced this (II). 

Reports that the ill person had been treated with respect and dignity by the staff 

most of the time or always were relatively high (65-91%), but varied depending 

on care place/care service (III). The importance of the care place/care service 

was also prominent in family members’ comments, e.g. about the ill person not 

being granted a place in a nursing home or receiving inadequate care at home 

(IV). 

There are several likely contributing factors to the importance of care place/care 

service for the perceived quality of and satisfaction with the care. While based on 

guidelines and routines, care is organised differently depending on the care place 

and is provided by staff with different levels of knowledge of palliative care. The 

higher ratings of satisfaction given to specialised palliative care units compared to 

all other care places have also been shown in previous research [155, 158-160]. 

Adequate pain control, end-of-life communication, and provision of support for 

the dying person and family members have been described as contributing to the 

higher ratings [155, 159]. Previous studies have also shown that care in inpatient 

hospice/palliative care units is more likely to be associated with being treated with 

dignity and respect compared to hospitals [102, 103] and the use of palliative 

consultants [103]. The higher satisfaction and likelihood of being treated with 

respect and dignity may be due to specialised palliative care units being expected 

to provide palliative care, on a specialist level, to all their patients whereas care 

places providing general care focus on both curative and palliative care. 
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Considering the lower ratings of satisfaction with care (II) and the deceased 

person being less likely to be treated with respect and dignity by nursing home 

staff (III), reports from the NBHW have shown that a national average (with large 

geographical differences) of 40% of older persons cared for in nursing homes 

were satisfied with the staff’s approach, had confidence in the staff, and felt safe 

in the nursing home. Despite this rather low percentage, 90% of these older 

persons reported that they were generally satisfied with the care in the nursing 

home [161]. However, ratings of experiences during ongoing care may be related 

to individuals being dependent on and grateful to their care providers, resulting 

in them giving desirable and skewed responses [93, 94]. Studies have shown that 

staff in nursing homes have little education and training in care at the end of life, 

e.g. management of pain, weight loss and feeding tubes, and that the high turnover 

of staff might affect the care. Palliative care knowledge among nursing home staff 

is affected by palliative care initiatives, national policy and investment in palliative 

care development in nursing homes [162].  

With regard to the lower ratings of satisfaction with care (II) and the deceased 

person being less likely to be treated with respect and dignity by GPs (III), it has 

been suggested that GPs need improved knowledge in what constitutes palliative 

care and training in communication, as well as Advance Care Planning (ACP), in 

order to be able to approach end-of-life issues [163]. In a Danish study, GPs 

expressed varied levels of confidence in providing palliative care and offered it 

more often to patients with cancer than to those with other chronic illnesses. 

Further, only a minority had routines for palliative care in place and just over half 

talked to their patients about dying [164]. The staffs’ knowledge, awareness of 

palliative care, and there being sufficient staff and time to provide care have been 

suggested to be important for improving care at the end of life in care places not 

specialised in palliative care [33, 165-167]. An organisational structure geared 

towards care of the dying is also essential [33, 166, 168]. In Sweden, training and 

education in palliative care for healthcare professionals varies between care places, 

geographical location within the country, and different professions. This may, 

therefore, affect the provision of care [169].  

Higher educational attainment of the deceased person or the family member was 

associated with higher likelihood of lower satisfaction with care (II). To the best 

of our knowledge, this finding cannot be confirmed in the literature. Rather the 
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opposite has been described, i.e. that the higher the educational attainment, the 

greater the access to information and health care in general [55, 170]. One 

assumption is that bereaved family members or ill persons with higher educational 

attainment expect better health care. Furthermore, the family members’ overall 

satisfaction with care was influenced by the length of illness before death and if 

the ill persons had a cancer diagnosis (II). These two factors may be connected, 

i.e. that persons with other chronic diseases are ill for a longer time than those 

with cancer. Previous research has shown that persons with a cancer diagnosis 

had greater access to palliative care [60, 61, 171] and to specialist palliative care 

[165, 166, 172] than persons with other chronic diseases. Spouses/partners were 

more likely to be satisfied with the care than children or other family members 

(II). One study confirms this [173] although another study about satisfaction with 

the care of the family members of patients with advanced cancer found that the 

relationship was of no significance [174]. Furthermore, it was less likely that family 

members other than spouses/partners reported that the ill person was treated 

with respect and dignity by the healthcare staff (III). In previous research, it has 

been suggested that spouses/partners are more involved and informed about the 

care of an ill person, especially if cohabiting [175, 176]. Information and 

communication has previously been shown important for family members’ 

satisfaction with care at the end of life [100, 101]. 

Family members described that the ill persons had not received sufficient care at 

home, which resulted in frequent visits to the emergency room and hospital 

admissions (IV). Frequent visits to the emergency room and re-admissions to 

hospital after discharge have also been described in studies in older people [177-

179]. Poor discharge planning by the hospital, insufficient communication 

between care providers, and a lack of resources in the place for continued care 

may result in re-admissions [177, 179].  Organisational structures and different 

areas of responsibility for care providers may complicate discharge from hospital 

and continued care, whereas follow up may prevent re-hospitalisation and may 

ensure adequate continued care [180, 181]. In Sweden, almost half of particularly 

frail patients (n=50,000) were re-admitted to hospital within 30 days of discharge. 

The NBHW suggests that the contributing factors for this are shortage of hospital 

and nursing home beds, a lack of staff with adequate training, deficient transfer 

of information, and increased care needs [181].  
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Family members reported that, despite great care needs, the ill persons were not 

granted a place in a nursing home (IV). The NBHW has continually reported a 

shortage of beds in nursing homes and large differences between municipalities 

regarding the provision of care for older people. Additionally, the costs for the 

care of older people in the municipalities has not increased in line with the 

increasing size of the older population [182]. In 2018, 116 of Sweden’s 290 

municipalities reported that they had a shortage of beds in nursing homes [70]. 

Beds in nursing homes have decreased by a quarter since the year 2000 and have 

not been replaced by increased home care services; instead an increase in informal 

caring by family members has been seen [73]. The actual shortage of nursing home 

beds may partly explain why the ill persons in this thesis who were in need of such 

care were not granted it.  

Another contributing explanation for some of the ill persons in this thesis not 

having received sufficient care may be the difficulty in deciding on the level of 

care that is needed. The NBHW have repeatedly reported shortcomings in the 

municipalities’ practice concerning aid assessment and aid decisions. For example, 

social workers at the municipality who make decisions concerning the level of 

care to be given to an individual at home or if care in a nursing home is needed 

are restricted by local guidelines and the availability of care. It is, therefore, this 

that drives the decision process for level of care granted rather than the 

individuals’ needs and national guidelines [182]. Another explanation, according 

to family members, was because the ill persons did not accept formal care (IV). 

The opposition to formal care by the ill persons and how family members have 

to provide burdensome informal care has been previously described [122]. 

8.3. End-of-life communication, information 

and involvement in decision-making about 

care 

End-of-life communication and information were valued parts of the care 

(II&IV). The communication of crucial information, such as deteriorating illness 

or imminent death, was experienced as positive when shared by healthcare staff 

in time and as negative when they failed to do so (II). Several studies have stressed 

the importance of adequate and timely communication about the illness, 

prognosis and imminent death [104, 105, 183]. Only just over 40% of the 

 

84  
 

Family members reported that, despite great care needs, the ill persons were not 

granted a place in a nursing home (IV). The NBHW has continually reported a 

shortage of beds in nursing homes and large differences between municipalities 

regarding the provision of care for older people. Additionally, the costs for the 

care of older people in the municipalities has not increased in line with the 

increasing size of the older population [182]. In 2018, 116 of Sweden’s 290 

municipalities reported that they had a shortage of beds in nursing homes [70]. 

Beds in nursing homes have decreased by a quarter since the year 2000 and have 

not been replaced by increased home care services; instead an increase in informal 

caring by family members has been seen [73]. The actual shortage of nursing home 

beds may partly explain why the ill persons in this thesis who were in need of such 

care were not granted it.  

Another contributing explanation for some of the ill persons in this thesis not 

having received sufficient care may be the difficulty in deciding on the level of 

care that is needed. The NBHW have repeatedly reported shortcomings in the 

municipalities’ practice concerning aid assessment and aid decisions. For example, 

social workers at the municipality who make decisions concerning the level of 

care to be given to an individual at home or if care in a nursing home is needed 

are restricted by local guidelines and the availability of care. It is, therefore, this 

that drives the decision process for level of care granted rather than the 

individuals’ needs and national guidelines [182]. Another explanation, according 

to family members, was because the ill persons did not accept formal care (IV). 

The opposition to formal care by the ill persons and how family members have 

to provide burdensome informal care has been previously described [122]. 

8.3. End-of-life communication, information 

and involvement in decision-making about 

care 

End-of-life communication and information were valued parts of the care 

(II&IV). The communication of crucial information, such as deteriorating illness 

or imminent death, was experienced as positive when shared by healthcare staff 

in time and as negative when they failed to do so (II). Several studies have stressed 

the importance of adequate and timely communication about the illness, 

prognosis and imminent death [104, 105, 183]. Only just over 40% of the 

84



 

 85 
 

bereaved family members reported that the ill person had been informed of 

his/her imminent death (III). Being informed that death will come soon increases 

the likelihood of dying in one’s preferred place, of having an informed family, and 

of bereavement support for the family [183]. However, for many patients and 

family members, communication about death does not occur [114, 115]. Data 

from the Swedish Register of Palliative Care shows that an end-of-life 

conversation occurred for 78% of all persons registered as dying an expected 

death [91]. The current target set by the NBHW is that 98% of all patients should 

be offered an end-of-life conversation [169]. Considering that, in this thesis, only 

just over 40% of the family members reported that the ill person had been 

informed of imminent death (III), it might take some time before this target is 

reached. The manner in which the communication about end-of-life issues is 

given is a softer value to evaluate, but just as important. In this thesis, almost 10% 

of the bereaved family members reported that the deceased person had not been 

informed in a respectful way about his/her imminent death (III).  

Family members described how they would have liked to have been there for the 

ill person at the time of their death, but that the staff had not informed them 

about how close death was (IV). Family members reported being grateful for, and 

the significance of, being able to spend the last period of time with the dying 

person and, in contrast, their great disappointment if they had not been able to 

do so; this has also been prominent in previous research [184, 185]. Healthcare 

professionals have described barriers to end-of-life communication, e.g. the 

prognostic uncertainty, not feeling skilled enough or prepared to discuss end-of-

life issues as well as a fear of upsetting the ill person or family members [120]. 

Additionally, it can be difficult to deliver information about a poor prognosis and 

imminent death to patients and family members [186, 187].  

Another factor related to communication about imminent death was that family 

members reported finding it difficult to realise that the end was near (IV), which 

has also been recognised in previous studies [184, 187]. Several aspects have been 

suggested as contributing to this: family members being unprepared for the ill 

person’s death, not being adequately informed about the process of dying or 

healthcare staff not being direct enough in their communication about imminent 

death, for example by paraphrasing “she will go tonight” [184, 185, 188, 189]. 

Additionally, family members may need help in interpreting information from 
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healthcare staff in order to realise how soon the ill person’s death will come [184, 

189].  

A quarter of the family members reported that they did not know if the ill person 

had been informed about their imminent death. Almost a third did not know if 

the deceased person had been involved as much as he/she had wanted to be in 

decision-making about care. Furthermore a quarter did not know if any decisions 

had been made about the care that the ill person would not have wanted. Taken 

together, this indicates that the communication between the ill persons and family 

members may not have been optimal regarding these issues. It may also be 

associated with the responding family members own involvement in the ill 

persons’ care, which might have been dependent on the closeness of their 

relationship. Additionally, the issues might not have been discussed due to the ill 

persons not being able to because of the stage of their illness [190]. It can be 

difficult for family members and ill persons to initiate conversations about end-

of-life issues due to a lack of preparedness for such conversations and limited 

opportunities to discuss these [190, 191]. Healthcare staff could encourage 

communication by initiating early discussions in order to assist with this. 

However, it is also possible that both ill persons and family members may be 

reluctant to even consider the topics of death and dying [120]. 

More than half of the bereaved family members reported that the deceased 

persons were involved as much as they would have wanted to be in the decision-

making about care (III). Family members were less likely to have reported that 

the deceased persons had been involved as much as they wanted to be if they 

were cared for in a specialised palliative care unit, while involvement was more 

likely if they were cared for at home or if the ill person had a cancer diagnosis 

(III). This is somewhat ambiguous considering that more people with a cancer 

diagnosis than those with another chronic advanced illness have access to 

specialist palliative in-patient care [165, 166, 172]. One possibility is that the 

increased likelihood of being involved in decision-making at home and having a 

cancer diagnosis are related, since it is more common for people with cancer to 

receive specialised palliative homecare [165, 166, 172]. Furthermore, the higher 

likelihood of involvement in decision-making for persons with cancer may be 

related to a greater use of ACP and a clearer illness trajectory than for persons 

with, for example, other chronic diseases or in the case of older persons [192, 
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193]. Additionally, it may be that once admitted to a hospice, the person is at such 

an advanced stage in their illness that involvement in decision-making is no longer 

an option. 

There was a higher likelihood of family members reporting that unwanted 

decisions had been made if the deceased person had been cared for in a nursing 

home (III). A lack of involvement in decision-making about care and inadequate 

communication about end-of-life issues in nursing homes have also been shown 

in previous studies [45, 117]. In addition, about 10% of family members reported 

that the deceased person would have liked to have been more involved in 

decision-making about care and almost 14% that unwanted decisions had been 

made (III). This is in line with a recent study about nursing home residents’ 

involvement in care in which 14% reported that staff had made decisions against 

their will [118]. Access to adequate information about the illness trajectory and 

prognosis, treatment options and available support, as well as encouragement to 

be involved, is essential for family members’ and ill persons’ involvement in 

decision-making about care [114, 116]. 

8.4. Healthcare staff’s approach and support 

for family members 

Family members wrote about the importance of the ill person and them as family 

members being treated with dignity and respect (II), which is in line with previous 

research [104, 194, 195]. Being treated in a caring manner has, in previous studies, 

been expressed as crucial for satisfactory care at the end of life [196, 197]. The 

manner of caring is affected by the healthcare providers’ own values, the culture 

they work and live in, and also, if they are familiar with it, the values of palliative 

care philosophy. Additionally, each patient has their own cultural context with 

beliefs, values and behaviours [198]. 

The support provided for family members by staff was reported as important for 

satisfaction with the care, i.e. positive when it was provided and negative when it 

was lacking (II). At the time of the ill person’s death, more than half of family 

members had received enough help and support from the staff (IV). A UK 

national study showed similar results [96]. Further, in study IV about 12% of the 

family members reported not having received enough help and support at the 
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time of death. These reports might be related to family members describing that 

they would have liked staff to have shown more empathy and acknowledged the 

loss of the ill person, e.g. by giving condolences or a hug (IV). More 

compassionate, sensitive and empathetic approaches by healthcare staff at the end 

of life and at the time of death have been previously stressed [124, 125, 184, 199]. 

Family members also perceived the appearance of the deceased person and of the 

room as the staff showing respectfulness or not (IV).  It is important that the 

deceased person has been prepared before family members view them after death, 

since it most likely is the last time they will see the person and it may affect their 

memories. It may also be helpful to prepare the family members for what to 

expect [185].  

About a quarter of the bereaved family members had a follow-up conversation 

with someone from the healthcare or social services or from bereavement support 

after the death of the ill person. A fifth, however, had not had such a conversation 

but would have liked to. Family members described a follow-up conversation as 

helpful in their grief (IV). In a UK study using VOICES, twice as many bereaved 

family members had a follow-up conversation compared to the 25.2% in study 

IV [96]. The Swedish Register of Palliative Care showed that, in 2019, a national 

average (with great differences depending on the care setting and region) of 67% 

had been offered a follow-up conversation [91]. This percentage does not, 

however, show how many family members actually received a follow-up 

conversation, nor with whom and in what manner, just that it was offered. Clearer 

national guidelines on the implementation of follow-up conversations may 

improve this and can serve as practical support for healthcare staff in their end-

of-life communication. National guidelines could, for example, give clearer 

information about the content of the conversation, and who should have the 

conversation with family members. Hudson et al [119] suggest that someone from 

the healthcare team involved should contact the family members in connection 

with the death to express condolences and establish a plan for support in line with 

their needs, with a follow-up 3-6 weeks post death and again after 6 months. This 

requires having routines for bereavement support in place, resources and time 

[119]. A follow-up conversation is an important enabler for providing support to 

bereaved family members and may facilitate the bereavement process. The lack 
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of one may have the opposite effect [199, 200] with a risk that this results in 

prolonged grief [201, 202]. 

8.5. Methodological considerations 

Both quantitative and qualitative methods have been used in this thesis. The 

response rate for studies II-IV was slightly low (37.9%) and could potentially have 

been improved by using reminders and repeated mail outs. However, a conscious 

choice was made not to send reminders in order to respect and avoid upsetting 

family members who did not wish to participate. The data from the survey was 

entered into SPSS on two separate occasions by the author of this thesis to ensure 

that mistakes in data entry were minimised. Issues concerning the questionnaire 

are discussed under the heading VOICES (SF) at the beginning of the discussion, 

and some of these will also be discussed further here.  

8.5.1. Quantitative methodological considerations  

In quantitative research, the trustworthiness of the research is evaluated in terms 

of validity, reliability and generalisability. With regard to internal validity and 

whether the chosen method measures what it is intended to measure [203], the 

decision to employ a survey design using VOICES (SF) has been deemed 

acceptable. Surveys enable the collection of a large amount of data over a shorter 

time period, are relatively inexpensive and a key method in healthcare research 

[157, 204]. The disadvantages of using surveys for research is that a poor construct 

of the survey can have a negative impact on an otherwise well-designed study 

resulting in response and measurement errors [157]. VOICES (SF) provided the 

possibility to investigate care during the last three months of life and, in general, 

all care received during that time, which is to be considered a strength. However, 

it did not enable the study of care trajectories as it lacks informative items about 

reasons for care admissions, length of stay and number of admissions for each 

respective care place, and also the order of different care events. All this might 

have affected the reported experiences of care, hence this limits interpretation of 

the results as the circumstances of care are unknown. Further, the construct of 

VOICES (SF) questionnaire highlights the importance of care places/care 

services and the reported differences in care related to care places/care services 

might be especially prominent due to this. The construct and placement of some 

items in the questionnaire may have had a negative impact on the possibilities for 
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family members to respond accurately. The open-ended questions in the VOICES 

(SF) questionnaire provided family members with an opportunity to add 

experiences that were not covered in the questionnaire items.  

Formal psychometric testing of VOICES (SF) was not considered appropriate, 

but analyses regarding overlap and repetition, floor and ceiling effects and 

compliance were performed prior to deciding on the items to include in the 

original VOICES (SF) [138]. No pilot study using the Swedish version of the 

questionnaire has been performed prior to this thesis. A pilot study prior to data 

collection for studies II-IV might have improved the use of the questionnaire and 

the data generated. VOICES (SF) has not been validated for concordances 

between family members’ and ill persons’ responses for items where family 

members respond as proxies. A lack of concordance between ill persons’ and 

bereaved family members’ reports about care has been suggested [205]. A review 

of studies that compared the views of patients and proxies found greatest 

concordance between bereaved family members and ill persons for service 

evaluations and for observable symptoms, and least concordance for subjective 

symptoms such as pain [206]. A recent study showed that nursing home residents 

expressed higher ratings and satisfaction with the care than their family members 

[118]. 

The question of memory is important in retrospective studies. Memory may be 

affected by several factors; depressed mood can, for example, produce bias 

towards positive or negative memories. Hence, responses in retrospective studies 

may reflect the respondent’s feelings during bereavement and their recall about 

experiences of care received at the end of life might be affected. Hales et al [207] 

found that respondents drew on memories of the deceased person and not just 

their own feelings when answering survey questions about a deceased person’s 

dying and death, but that the family members’ individual values, past experiences 

and expectancies shaped whether experiences were judged positively or negatively 

[207]. A lack of  consistency in family members’ retrospective recall of care over 

time has been suggested [205]; however, other studies have found the consistency 

in family members’ recall over time to be acceptable [208, 209]. VOICES (SF) has 

not been validated in relation to recall and differences in family members’ 

responses over time, e.g. through a test-retest validation. 
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With regard to external validity and generalisation [203], the results from this 

thesis can make no claims of generalisation at a population level, since a cross-

sectional sample of bereaved family members of persons who died in four 

hospitals in two Swedish healthcare regions was used and the results should 

therefore be understood in that context.  

The analytical methods related to the data and the sample size were discussed with 

a statistical consultant to ensure that the choice of analysis was appropriate and 

possible to perform. Descriptive statistics and regression analyses have been used 

for the data analysis in this thesis. Regression analysis is a valid method to examine 

the relationship between dependant and independent variables [210]. In study III, 

a statistical consultant was employed to perform the regression analyses, since 

parts of the data required some very complex methods of regression analyses with 

a mixed model approach [144]. The planning of the analyses, the performance of 

the analyses and the results were continuously discussed in the research group and 

with the statistician.  

In studies II-IV, a strategic choice was made to base the sample on people who 

had died in hospital. However, the family members’ retrospective recall 

concerning the care the ill person received during the last three months of life 

might have been affected by death occurring in hospital. 

A limitation of the sample in this thesis is that it is largely homogenous regarding 

origin. It consisted mainly of native Swedes, and the very small number of 

participants in the sample of another origin were from other Nordic countries or 

Europe, which is not representative of the pluralism in Sweden. Additionally, the 

respondents are overrepresented by women (70.7%). This lack of a gender-

balanced view could be considered a limitation. However, it is women in Sweden 

who provide informal care more often than men [73, 211], which could explain 

the larger proportion of female bereaved family members participating.  

In study I, two family members found some parts of the VOICES (SF) 

questionnaire emotional to complete. In total, the researchers were contacted 47 

times by family members during the data collection for studies II-IV. A few found 

it too emotional to complete the questionnaire, but none of them were upset 

about receiving it. The majority of those who made contact with the researchers 

did so because they did not wish to participate. If it had been further stressed in 
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the invitation to participate that information about the last days of life was also 

valued, this might have avoided people declining participation if the deceased 

person was only ill for a short time before death. Finally, consideration of the 

frequency of contact between family members and the ill persons might have 

detected less close relationships and minimised the number of responses received 

with missing or unknown answers.   

8.5.2. Qualitative methodological considerations  

There are mixed views on the use of open-ended questions in surveys and the 

choice of analysis thereof. One suggested benefit is that these responses will help 

to explain, illuminate or expand upon a specific quantitative question [204]. On 

the other hand, it is suggested that open-ended questions are added to surveys 

without considering the type of answers that are desirable and possible to receive, 

or how they can be analysed and presented. Methodological literature does not 

provide clear guidance about the analysis of open-ended questions, resulting in 

researchers choosing not to formally analyse and publish results from open-ended 

questions. Not using these answers could, however, be considered to be unethical 

towards the respondents [204, 212]. Out of consideration for the 56% of the 

bereaved family members participating who had taken the time to respond to the 

open-ended questions, it was deemed important to make use of their answers.  

There are several different ways to analyse responses to open-ended questions. 

Commonly used methods of analysis are qualitative content analysis as well as the 

use of qualitative software programs [204, 213]. In this thesis, two different 

qualitative approaches have been used in the analyses of the open-ended 

responses. In study II, a manifest analysis using a quantitative approach to the 

data was deemed best suited. Quantitising - commonly understood to refer to the 

numerical translation, transformation or conversion of qualitative data - has been 

discussed and argued to be not appropriate if the number of participants is low 

due to the risk of drawing conclusions on too small a sample. The presentation 

of data in numbers can, however, be seen as enhancing the transparency of the 

analysis and the data [214].  

Study IV required an approach that allowed more interpretation to be able to 

deepen the understanding of the quantitative answers about the bereaved family 

members’ experiences of support. The choice of interpretive description for 
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guidance of the analysis was thoroughly discussed within the research group. It 

was also discussed with Sally Thorne who deemed it acceptable to use interpretive 

description for open-ended responses provided there was enough data and that 

the process was carefully described by the researchers. Interpretive description is 

not a prescriptive method for analysis but an approach and it is of great 

importance that the researcher clearly describes each step of the analysis [146].  

With regard to dependability, I was mindful of avoiding interferences from the 

interviewer during the cognitive interviews in study I and discussed only the 

questionnaire items from the aspects set out [215]. To minimise dependability, 

several researchers were included in all analyses. The analysis of the data from the 

cognitive interviews and the expert group in study I, and the analyses of the open-

ended responses in studies II and IV were continually discussed within the 

research group [215].  

Credibility was enhanced through the use of quotations supporting the findings 

in studies II and IV. Credibility of a study also depends on the sample, i.e. that 

the recruited participants are likely to have had experiences of what the study 

focuses on and that the number of participants is sufficient to answer the aim. 

Another aspect of credibility is the actual data, not only the quantity but also the 

quality [215]. The sample sizes of all studies have been considered to be acceptable 

and included those with relevant experiences from different types of care at the 

end of life. The quantity and the quality of the qualitative data have been deemed 

adequate. To enhance credibility and transferability, the study participants, 

contexts, and information that is available about the deceased persons in relation 

to non-responders, as well as the slight differences between the bereaved family 

members who chose to answer one or more of the open-ended questions, are 

described as transparently as possible in the methods. This might enhance the 

possibilities for readers to judge if the study results are transferable to similar 

groups and contexts [215]. We do not claim that the results presented in this thesis 

represent the only way of interpreting the qualitative data, but we do believe that 

they could reflect a common representation of family members’ experiences of 

the persons’ care at the end of life in the studied care contexts. 
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9. Conclusions and implications  

In this thesis, the construct of parts of VOICES (SF) was found not to be optimal. 

Further development and validation of the questionnaire based on the findings 

are therefore recommended before being further used, to improve the study of 

circumstances of care during the last three months of life and provide enhanced 

opportunities for the study of care trajectories.  

The care place/care service was central for the family members’ experiences of 

care that the persons with advanced illness received at the end of life. Most of the 

family members were satisfied with the care; however, about a fifth were not, 

which calls for an improvement. Care provided in nursing homes and by GPs had 

lower ratings compared to all other care places/care services. This might be 

improved by overseeing the training of staff in palliative care, including end-of-

life communication, by adopting a palliative approach and ensuring organisation 

of the care with routines in place to meet palliative care needs. 

Diagnosis, time of illness and educational attainment were shown to influence 

family members’ experiences of the care the ill persons received. These findings 

indicate that there are potential inequalities in care at the end of life related to the 

care place/care service and to the characteristics of the ill persons and their family 

members. Increased awareness of potential inequalities and the adoption of 

strategies to prevent this, e.g. in education of healthcare professionals, in the 

provision and evaluation of care are suggested. 

Spouses/partners were seen to be significantly more satisfied with care and more 

likely to report that the ill persons were treated with respect and dignity by the 

staff. This thesis does not provide an explanation for this, but the results indicate 

that it may be of value to pay attention to the relationship between the ill persons 

and the family members in research and in care at the end of life, for example, 

through targeted communication and involvement in decision-making.  

The bereaved family member’s responses showed that end-of-life communication 

had not been experienced as optimal. Clearer national guidelines for end-of-life 

communication may improve experiences in this respect, e.g. timing, content and 

that a follow-up conversation should preferably be with the healthcare staff who 

were present at the time of death. Additionally, an organisation and routines need 
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to be in place in all care settings that ensure end-of-life communication for all 

patient groups and family members. 

Crucial for the bereaved family members’ experiences of care and support was 

that the ill persons received care according to their needs. Healthcare and social 

services should together ensure this; unfulfilled care needs can burden family 

members who may have to step in to provide and co-ordinate care in the place of 

formal care. Further, the results showed that not only is it essential that care needs 

are fulfilled at the end of life, but just as important is how the care is delivered – 

with respect, dignity and empathy. 

Despite methodological limitations, this thesis has provided novel and important 

knowledge about the content and quality of care at the end of life for people with 

advanced illness, contributing to the discourse of studying the content and quality 

of care during the last few months of life. It has also contributed to placing care 

at the end of life, for all groups in need, on the agenda of the Swedish welfare 

society. Further, it has raised awareness of future research needs.  
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10. Future research  

Further research is needed to develop the VOICES (SF) questionnaire. A 

validation of overlapping items, missing responses, response alternatives and the 

structure of the questionnaire, as well as further development, can improve its use 

and outcome.   

A nationwide, population-based survey using a further developed VOICES (SF), 

with targeted efforts to reach minority groups, would provide a mapping of care 

at the end of life for different care places/care services. Additionally, knowledge 

could be gained from the perspective of ill persons and their family members 

about care trajectories and preferences for care. This could improve the 

organisation and provision of care at the end of life in Sweden and would 

complement the perspective of care providers, which is the main evidence base 

for reports, guidelines and provision of care today. Further investigation of the 

potential inequalities identified in this thesis in relation to diagnosis, educational 

attainment and care places/care services is suggested to identify patterns and 

underlying causes, and to confirm these potential inequalities.  

It would be of interest to further explore the care at the end of life that was rated 

lower by the bereaved family members – that provided by nursing homes and 

GPs. Initially, an analysis of existing guidelines and routines for care at the end of 

life could be performed and to what extent they are used, and if the organisations 

in care places enable the provision of palliative care efforts. Additionally, the 

experiences of palliative care efforts in these specific settings could be studied 

from the perspectives of care providers, ill persons and family members. 

Interventions could then be developed with, for example, targeted training for 

staff, clear guidelines for end-of-life communication, involvement in decision-

making, and support for family members. Based on the results of this thesis, it 

would also be interesting to gain a deeper understanding of the deciding process 

of care needs, e.g. for care at home or a place in a nursing home. Initially, a study 

of guidelines for the process of deciding care needs could be conducted related 

to actual availability of care, followed by a study of the experiences of the deciding 

process for care from several perspectives, for example ill people, family 

members, caregivers and social workers.
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Sammanfattning 

Denna avhandling avläggs inom ämnet palliativ vård och inom forskningsområdet 

Människan i välfärdssamhället. Över hela världen, och även i Sverige, lever 

människor med multisjuklighet och svår sjukdom längre på grund av ökad 

levnadsstandard och förbättrade behandlingsmetoder, vilket resulterar i en 

åldrande befolkning [1]. Detta medför ökade samhällsbehov av palliativ vård, som 

behöver tillgodoses för att möjliggöra livskvalitet och välbefinnande i slutet av 

livet för svårt sjuka personer och deras närstående [2-4]. Palliativ vård är en aktiv 

vårdform med en helhetssyn, för människor i alla åldrar som upplever lidande på 

grund av svår sjukdom. Svår sjukdom omfattar alla akuta eller kroniska sjukdomar 

och/eller tillstånd som orsakar signifikant nedsättning av patientens 

allmäntillstånd, som kan leda till försämring, funktionshinder eller dödsfall. 

Vården syftar till att öka livskvaliteten för sjuka personer och deras närstående 

[10]. Nyckelområden inom palliativ vård, såsom att behandlas med respekt och 

värdighet; kommunikation i slutet av livet om frågor rörande döende och död; 

delaktighet i beslutsfattande om vård och stöd för närstående, är betydelsefulla 

för hur vården upplevs. Vidare visar internationell forskning att vården i slutet av 

livet kan påverkas av socioekonomiska och individuella faktorer, diagnos och 

vårdplats/typ av vård. En stor del av forskningen fokuserar på endast en eller två 

nyckelområden för vård i livets slut, för enstaka patientgrupper eller vårdplatser. 

Dessutom fokuserar befintlig forskning mestadels kortare tidsperioder, dvs. den 

sista veckan i livet eller tiden efter döden, ur ett vårdgivarperspektiv. Det finns 

därför ett behov av studier med ett utvidgat perspektiv som fokuserar på palliativ 

vård, för alla patientgrupper med potentiella palliativa vårdbehov och vård som 

erhållits på flera vårdplatser. Närstående är en viktig kunskapskälla för att 

utvärdera den vård som erhållits, då de ofta har en central roll i vården av sjuka 

personer i slutet av livet och kan ha kunskap som är viktig för att utvärdera den 

vård som mottagits [94]. 

Det övergripande syftet med avhandlingen var att undersöka efterlevande 

närståendes erfarenheter av stöd och vård under de sista tre månaderna i livet för 

personer med avancerad sjukdom. Avhandlingen består av fyra delstudier, i studie 
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Carers - Evaluation of Services (Short Form)) och studierna II-IV hade en 

enkätdesign där VOICES (SF) användes för datainsamling. Urvalet bestod av 485 

efterlevande närstående (20-90 år, 70.7% kvinnor) till personer som hade avlidit 

på ett av fyra sjukhus i två svenska sjukvårdsregioner, mellan augusti 2016 och 

april 2017.  

Studie I visade att VOICES (SF) var möjlig att använda i svenskt sammanhang, 

emellertid visade studie II-IV att konstruktionen av delar av VOICES (SF) inte 

vara optimal. Ytterligare utveckling och validering av VOICES (SF) 

rekommenderas därför. Vårdplatsen/typ av vård var central för närståendes 

erfarenheter av vård och stöd i slutet av livet. Vikten av att de sjuka personerna 

fick vård enligt deras behov framhävdes, men hur vården gavs och personalens 

bemötande - med respekt, värdighet och empati - var uttryckt som lika viktigt. 

Majoriteten närstående var tillfredsställda med vården, men ungefär en femtedel 

var inte det, vilket pekar på att det finns rum för förbättringar. Typ av vård, 

diagnos, sjukdomslängd, utbildning och förhållandet mellan den avlidne och 

närstående påverkade närståendes erfarenheter av vården. Detta bekräftar att det 

finns potentiella ojämlikheter i vården i slutet av livet. Kommunikationen i slutet 

av livet och stödet till närstående var inte optimalt enligt de närståendes 

erfarenheter. De närstående rapporterade svårigheter med att inse hur snart den 

sjuke personen skulle dö, vikten av att vårdpersonal gav dem tydlig information 

och värdet av ett efterlevandesamtal med vårdpersonal som var närvarande vid 

personens död. Detta avhandlingsprojekt har genererat ny och viktig kunskap om 

vårdens innehåll och kvalitet under de sista månaderna i livet, för alla grupper med 

potentiella palliativa vårdbehov. Det har därmed bidragit till diskursen om 

vårdkvalitet i livets slut och placerat vård i slutet av livet på det svenska 

välfärdssamhällets dagordning.
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Appendices 

The VOICES (SF) questionnaire 

Information om enkäten 

Den här enkäten består av ett antal frågor och påståenden att ta ställning till, om 

den vård och det stöd din familjemedlem/vän och du fick under hans/hennes 

tre sista månader i livet.  

 

Vi är intresserade av att få veta mer om erfarenheter från alla som har förlorat en 

familjemedlem/vän, oavsett om det skett plötsligt, efter kort tids sjukdom eller 

efter långvarig sjukdom. Vi tycker också att det är viktigt att undersöka det stöd 

ni fick i samband med dödsfallet och under de efterföljande månaderna. Den 

information vi får av dig kan bidra till att förbättra vården för personer som är 

döende och deras familj/nära vänner. Dina erfarenheter är därför väldigt viktiga 

för oss. Om det är så att enkäten väcker starka minnen och du känner dig ledsen 

eller upprörd behöver du inte slutföra enkäten och du kan avbryta när som helst. 

 

Enkäten är uppdelad i olika delar med frågor som handlar om 

1. Dig och din närstående (ålder, kön osv.) 

2. Vården vid olika vårdplatser (hemmet, vård-och omsorgsboende, 

sjukhus och hospice/palliativ vårdavdelning)  

3. Vården under din familjemedlems/väns sista dagar i livet  

 

När du går igenom enkäten, följ instruktionerna och svara på frågorna genom att 

markera det mest passande alternativet, så här . Om du skriver fel eller vill 

ändra ditt svar, kryssa då över det svar du inte vill ha, så här . På vissa frågor är 

det möjligt att markera flera alternativ. Vissa frågor är kanske inte relevanta för 

dig, men vi är tacksamma om du fyller i så mycket du kan av enkäten. Om det är 

någon fråga du inte vill svara på, gå bara vidare till nästa fråga.  
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familjemedlem/vän, oavsett om det skett plötsligt, efter kort tids sjukdom eller 

efter långvarig sjukdom. Vi tycker också att det är viktigt att undersöka det stöd 

ni fick i samband med dödsfallet och under de efterföljande månaderna. Den 

information vi får av dig kan bidra till att förbättra vården för personer som är 

döende och deras familj/nära vänner. Dina erfarenheter är därför väldigt viktiga 

för oss. Om det är så att enkäten väcker starka minnen och du känner dig ledsen 

eller upprörd behöver du inte slutföra enkäten och du kan avbryta när som helst. 

 

Enkäten är uppdelad i olika delar med frågor som handlar om 

1. Dig och din närstående (ålder, kön osv.) 

2. Vården vid olika vårdplatser (hemmet, vård-och omsorgsboende, 

sjukhus och hospice/palliativ vårdavdelning)  

3. Vården under din familjemedlems/väns sista dagar i livet  

 

När du går igenom enkäten, följ instruktionerna och svara på frågorna genom att 

markera det mest passande alternativet, så här . Om du skriver fel eller vill 

ändra ditt svar, kryssa då över det svar du inte vill ha, så här . På vissa frågor är 

det möjligt att markera flera alternativ. Vissa frågor är kanske inte relevanta för 

dig, men vi är tacksamma om du fyller i så mycket du kan av enkäten. Om det är 

någon fråga du inte vill svara på, gå bara vidare till nästa fråga.  
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Bakgrundsinformation om er båda 

 
1. Vilken relation hade du och din avlidna familjemedlem/vän? Var du 

hans/hennes:  

Markera endast ett alternativ 

 Make/Maka/Partner 

 Sambo 

 Särbo 

 Son/Dotter 

 Bror/Syster 

 Svärson/Svärdotter 

 Förälder 

 Annan närstående 

 Vän 

 Granne 

 Personal på ett vård- och omsorgsboende 

 Någon annan, skriv här: 

  

2. Hur ofta hade ni kontakt? (träffades, per telefon, email, post osv) 

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2 - 6 gånger per vecka 

 En gång i veckan 

 2 - 3 gånger i månaden 
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Bakgrundsinformation om er båda 

 
1. Vilken relation hade du och din avlidna familjemedlem/vän? Var du 

hans/hennes:  

Markera endast ett alternativ 

 Make/Maka/Partner 

 Sambo 

 Särbo 

 Son/Dotter 

 Bror/Syster 

 Svärson/Svärdotter 

 Förälder 

 Annan närstående 

 Vän 

 Granne 

 Personal på ett vård- och omsorgsboende 

 Någon annan, skriv här: 

  

2. Hur ofta hade ni kontakt? (träffades, per telefon, email, post osv) 

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2 - 6 gånger per vecka 

 En gång i veckan 

 2 - 3 gånger i månaden 
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 Mer sällan 

 Vet inte 

3. Hur gammal är du? 

 18 - 19 

 20 - 29 

 30 - 39 

 40 - 49 

 50 - 59 

 60 - 69 

 70 - 79 

 80 – 89 

 90 år eller äldre 

 

4. Är du: 

 Man  

 Kvinna 

 Annat eller vill inte ange 
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 Mer sällan 

 Vet inte 

3. Hur gammal är du? 

 18 - 19 

 20 - 29 

 30 - 39 

 40 - 49 

 50 - 59 

 60 - 69 

 70 - 79 

 80 – 89 

 90 år eller äldre 

 

4. Är du: 

 Man  

 Kvinna 

 Annat eller vill inte ange 
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5. I vilket land/region föddes du?  

     Markera endast ett alternativ 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land 
utanför EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 
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5. I vilket land/region föddes du?  

     Markera endast ett alternativ 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land 
utanför EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 
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6. I vilket land föddes dina föräldrar? 

Markera de alternativ som passar 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land 
utanför EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 

 

7. Vilken är din högsta utbildning? 

Markera endast ett alternativ 

 Grundskola, folkskola, realskola eller liknande 

 Gymnasium 

 Universitets- eller högskoleutbildning 

 

8. Vilken är din huvudsakliga sysselsättning just nu? 

Markera endast ett alternativ 

 Arbetar som anställd 
 

 Egen företagare 
 

 Studerande 
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6. I vilket land föddes dina föräldrar? 

Markera de alternativ som passar 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land 
utanför EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 

 

7. Vilken är din högsta utbildning? 

Markera endast ett alternativ 

 Grundskola, folkskola, realskola eller liknande 

 Gymnasium 

 Universitets- eller högskoleutbildning 

 

8. Vilken är din huvudsakliga sysselsättning just nu? 

Markera endast ett alternativ 

 Arbetar som anställd 
 

 Egen företagare 
 

 Studerande 
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 Pensionär (ålders-, avtals-, sjuk- eller förtidspensionär) 
 

 Långtidssjukskriven (mer än 3 månader), tjänstledig eller föräldraledig 
 

 Arbetssökande eller i arbetsmarknadspolitisk åtgärd 
 

 Hemarbete, sköter hushållet 
 
Annat………………………………………………… 

 

9. Var din familjemedlem/nära vän: 

 Man  

 Kvinna 

 Annat eller vill inte ange 

 

10. Hur gammal var han/hon när han/hon dog? 

 18 - 19 

 20 - 29 

 30 - 39 

 40 - 49 

 50 - 59 

 60 - 69 

 70 - 79 

 80 - 89 

 90 år eller äldre 
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 Pensionär (ålders-, avtals-, sjuk- eller förtidspensionär) 
 

 Långtidssjukskriven (mer än 3 månader), tjänstledig eller föräldraledig 
 

 Arbetssökande eller i arbetsmarknadspolitisk åtgärd 
 

 Hemarbete, sköter hushållet 
 
Annat………………………………………………… 

 

9. Var din familjemedlem/nära vän: 

 Man  

 Kvinna 

 Annat eller vill inte ange 

 

10. Hur gammal var han/hon när han/hon dog? 

 18 - 19 

 20 - 29 

 30 - 39 

 40 - 49 

 50 - 59 

 60 - 69 

 70 - 79 

 80 - 89 

 90 år eller äldre 
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11. I vilket land/region föddes han/hon?  

Markera endast ett alternativ 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land utanför 
EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 

 

12. Vilken högsta utbildning hade han/hon? 

Markera endast ett alternativ 

 Grundskola, folkskola, realskola eller liknande 

 Gymnasium 

 Universitets- eller högskoleutbildning 

 

13. Vilken var hans/hennes huvudsakliga sysselsättning? 

Markera endast ett alternativ 

 Arbetade som anställd 
 

 Egen företagare 
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11. I vilket land/region föddes han/hon?  

Markera endast ett alternativ 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land utanför 
EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 

 

12. Vilken högsta utbildning hade han/hon? 

Markera endast ett alternativ 

 Grundskola, folkskola, realskola eller liknande 

 Gymnasium 

 Universitets- eller högskoleutbildning 

 

13. Vilken var hans/hennes huvudsakliga sysselsättning? 

Markera endast ett alternativ 

 Arbetade som anställd 
 

 Egen företagare 
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 Studerande 
 

 Pensionär (ålders-, avtals-, sjuk- eller förtidspensionär) 
 

 Långtidssjukskriven (mer än 3 månader), tjänstledig eller föräldraledig 
 

 Arbetssökande eller i arbetsmarknadspolitisk åtgärd 
 

 Hemarbete, skötte hushållet 
 
Annat………………………………………………… 

 

14. Tillhörde han/hon något religiöst samfund?  

 Ja 

 Nej  

Om ja och du vill berätta, skriv gärna vilket: 
……………………………………. 
……………………………………………………… 
……………………………………………………… 
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 Studerande 
 

 Pensionär (ålders-, avtals-, sjuk- eller förtidspensionär) 
 

 Långtidssjukskriven (mer än 3 månader), tjänstledig eller föräldraledig 
 

 Arbetssökande eller i arbetsmarknadspolitisk åtgärd 
 

 Hemarbete, skötte hushållet 
 
Annat………………………………………………… 

 

14. Tillhörde han/hon något religiöst samfund?  

 Ja 

 Nej  

Om ja och du vill berätta, skriv gärna vilket: 
……………………………………. 
……………………………………………………… 
……………………………………………………… 
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15. I vilket land/ region föddes hans/hennes föräldrar?  

Markera alla alternativ som passar 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land utanför 
EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 

 

16. Hur länge hade han/hon varit sjuk innan han/hon dog? 

Markera endast ett alternativ 

 Han/hon dog plötsligt 

 Mindre än 24 timmar 

 En dag eller mer, men mindre än en vecka 

 En vecka eller mer, men mindre än en månad 

 En månad eller mer, men mindre än sex månader 

 Sex månader eller mer, men mindre än ett år 

 Ett år eller mer 

  

 

 

 

15. I vilket land/ region föddes hans/hennes föräldrar?  

Markera alla alternativ som passar 

Europa 

 Sverige 

 Norden utom Sverige 

 EU-land 

 Europeiskt land utanför 
EU och Norden  

Afrika 

 Nordafrika 

 Östafrika 

 Västafrika 

 Sydafrika 

Amerika 

 Nordamerika 

Centralamerika 

 Sydamerika 

 Karibien 

Asien 

 Centralasien 

 Sydasien 

 Sydostasien 

 Västasien 

 Ostasien 

 

Oceanien 

 Australien och Nya Zeeland 

 Övriga Oceanien 

 

16. Hur länge hade han/hon varit sjuk innan han/hon dog? 

Markera endast ett alternativ 

 Han/hon dog plötsligt 

 Mindre än 24 timmar 

 En dag eller mer, men mindre än en vecka 

 En vecka eller mer, men mindre än en månad 

 En månad eller mer, men mindre än sex månader 

 Sex månader eller mer, men mindre än ett år 

 Ett år eller mer 
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17. I stort, känner du att du och din familj fick så mycket hjälp och stöd som 

ni behövde från vård och omsorg när ni tog hand om honom/henne? 

Markera endast ett alternativ  

 Ja, vi fick det stöd vi behövde 

 Ja, vi fick visst stöd, men inte så mycket som vi hade velat 

 Nej, trots att vi försökte få mer hjälp 

 Nej, men vi bad inte om mer hjälp 

 Vi behövde ingen hjälp 

 
Skriv gärna kommentarer om du vill 
…………………………………………… 
……………………………………………………… 
……………………………………………………… 

 

18. Tillbringade han/hon någon tid hemma under de tre sista månaderna i 

livet?  

Markera endast ett alternativ 

 Ja, gå till fråga 19 

 Nej, han/hon var på ett vård- och omsorgsboende (t ex äldreboende) 
under de tre sista månaderna i livet- gå till fråga 38 

 Nej, gå till fråga 45  
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17. I stort, känner du att du och din familj fick så mycket hjälp och stöd som 

ni behövde från vård och omsorg när ni tog hand om honom/henne? 

Markera endast ett alternativ  

 Ja, vi fick det stöd vi behövde 

 Ja, vi fick visst stöd, men inte så mycket som vi hade velat 

 Nej, trots att vi försökte få mer hjälp 

 Nej, men vi bad inte om mer hjälp 

 Vi behövde ingen hjälp 

 
Skriv gärna kommentarer om du vill 
…………………………………………… 
……………………………………………………… 
……………………………………………………… 

 

18. Tillbringade han/hon någon tid hemma under de tre sista månaderna i 

livet?  

Markera endast ett alternativ 

 Ja, gå till fråga 19 

 Nej, han/hon var på ett vård- och omsorgsboende (t ex äldreboende) 
under de tre sista månaderna i livet- gå till fråga 38 

 Nej, gå till fråga 45  
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Vård hemma 

De här frågorna handlar om vård i det egna hemmet, alltså inte vård på vård- 

och omsorgsboende, t ex äldreboende. 

 

19. När han/hon var hemma under de tre sista månaderna i livet, fick 

han/hon hjälp i hemmet med vård och omsorg från nedanstående 

alternativ?  

Markera alla alternativ som passar 

 Distriktssjuksköterska eller kommunsjuksköterska 

 Specialiserad sjukvård i hemmet (t ex: ASIH, SAH, LAH)  

 Palliativt rådgivningsteam  

 Kurator 

 Arbetsterapeut 

 Sjukgymnast 

 Dietist 

 Hemtjänstpersonal 

 Annan hemhjälp 

 Matleverans 

 Religiös representant (till exempel präst, diakon, imam etc.) 

 Han/hon fick ingen vård och omsorg  

 Vet inte 

 Något annat, skriv här 

………………………………………………………. 
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Vård hemma 

De här frågorna handlar om vård i det egna hemmet, alltså inte vård på vård- 

och omsorgsboende, t ex äldreboende. 

 

19. När han/hon var hemma under de tre sista månaderna i livet, fick 

han/hon hjälp i hemmet med vård och omsorg från nedanstående 

alternativ?  

Markera alla alternativ som passar 

 Distriktssjuksköterska eller kommunsjuksköterska 

 Specialiserad sjukvård i hemmet (t ex: ASIH, SAH, LAH)  

 Palliativt rådgivningsteam  

 Kurator 

 Arbetsterapeut 

 Sjukgymnast 

 Dietist 

 Hemtjänstpersonal 

 Annan hemhjälp 

 Matleverans 

 Religiös representant (till exempel präst, diakon, imam etc.) 

 Han/hon fick ingen vård och omsorg  

 Vet inte 

 Något annat, skriv här 

………………………………………………………. 
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20. När han/hon var hemma under de tre sista månaderna i livet fungerade 

samarbetet mellan dessa vård- och omsorgsinsatser?  

Markera endast ett alternativ 

 Ja, helt 

 Ja, till viss del 

 Nej, samarbetet fungerade inte 

 Han/hon fick ingen vård och omsorg 

 Inte aktuellt 

 Vet inte 

 
Skriv gärna kommentarer om du 
vill…………………………………………… 
……………………………………………………… 
……………………………………………………… 

 

21. Under hans/hennes tre sista månader i livet, medan han/hon var hemma, 

hur väl var han/hon smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 Inte aktuellt- han/hon hade inte ont 
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20. När han/hon var hemma under de tre sista månaderna i livet fungerade 

samarbetet mellan dessa vård- och omsorgsinsatser?  

Markera endast ett alternativ 

 Ja, helt 

 Ja, till viss del 

 Nej, samarbetet fungerade inte 

 Han/hon fick ingen vård och omsorg 

 Inte aktuellt 

 Vet inte 

 
Skriv gärna kommentarer om du 
vill…………………………………………… 
……………………………………………………… 
……………………………………………………… 

 

21. Under hans/hennes tre sista månader i livet, medan han/hon var hemma, 

hur väl var han/hon smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 Inte aktuellt- han/hon hade inte ont 
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Akut vård på jourtid 

22. Under de tre sista månaderna i livet, medan han/hon var hemma, 

behövde han/hon någon gång kontakta sjukvårdspersonal för något akut 

på kvällen eller helgen? 

Markera endast ett alternativ 

 Inte alls under de sista tre månaderna- gå till fråga 27 

 En eller två gånger - gå till fråga 23 

 Tre eller fyra gånger - gå till fråga 23 

 Fem eller fler gånger - gå till fråga 23 

 Vet inte- gå till fråga 27 

 

23. Sista gången det hände, vem kontaktade han/hon eller vem kontaktades åt 

honom/henne?  

Markera alla som passar 

 Distriktssjuksköterska 

 Kommunsjuksköterska 

 Husläkare/distriktsläkare  

 Personal från specialiserad sjukvård i hemmet (t ex: ASIH, SAH, LAH) 

 Palliativt rådgivningsteam 

 Ett hospice/palliativ vårdavdelning 

 Sjukvårdsupplysningen 

 Han/hon tryckte på sitt trygghetslarm 

 112 

 Något annat, skriv 

här…………………………………………………… 
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Akut vård på jourtid 

22. Under de tre sista månaderna i livet, medan han/hon var hemma, 

behövde han/hon någon gång kontakta sjukvårdspersonal för något akut 

på kvällen eller helgen? 

Markera endast ett alternativ 

 Inte alls under de sista tre månaderna- gå till fråga 27 

 En eller två gånger - gå till fråga 23 

 Tre eller fyra gånger - gå till fråga 23 

 Fem eller fler gånger - gå till fråga 23 

 Vet inte- gå till fråga 27 

 

23. Sista gången det hände, vem kontaktade han/hon eller vem kontaktades åt 

honom/henne?  

Markera alla som passar 

 Distriktssjuksköterska 

 Kommunsjuksköterska 

 Husläkare/distriktsläkare  

 Personal från specialiserad sjukvård i hemmet (t ex: ASIH, SAH, LAH) 

 Palliativt rådgivningsteam 

 Ett hospice/palliativ vårdavdelning 

 Sjukvårdsupplysningen 

 Han/hon tryckte på sitt trygghetslarm 

 112 

 Något annat, skriv 

här…………………………………………………… 
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24. Vad hände som ett resultat? Fick han/hon…  

Markera endast ett alternativ 

 Hembesök av sjuksköterska  

 Hembesök av husläkare/distriktsläkare  

 Hembesök av personal från specialiserad sjukvård i hemmet (ASIH, 

SAH, LAH) 

 Hembesök av palliativt rådgivningsteam 

 Sjukvårdsrådgivning per telefon 

 Ett annat nummer att ringa för att få sjukvårdsrådgivning 

 Rådet att åka till närakut/jourcentral 

 Rådet att åka till vårdcentral då den öppnade 

 Rådet att åka till akutmottagning på sjukhus (även med ambulans) 

 Rådet att ringa 112 

 Något annat, skriv 

här…………………………………………………… 

 

25. Enligt dig, gjorde de rätt eller inte? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

 

26. I stort, känner du att vården han/hon fick, när han/hon behövde akut 

vård under kvällar och helger under de tre sista månaderna i livet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 
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24. Vad hände som ett resultat? Fick han/hon…  

Markera endast ett alternativ 

 Hembesök av sjuksköterska  

 Hembesök av husläkare/distriktsläkare  

 Hembesök av personal från specialiserad sjukvård i hemmet (ASIH, 

SAH, LAH) 

 Hembesök av palliativt rådgivningsteam 

 Sjukvårdsrådgivning per telefon 

 Ett annat nummer att ringa för att få sjukvårdsrådgivning 

 Rådet att åka till närakut/jourcentral 

 Rådet att åka till vårdcentral då den öppnade 

 Rådet att åka till akutmottagning på sjukhus (även med ambulans) 

 Rådet att ringa 112 

 Något annat, skriv 

här…………………………………………………… 

 

25. Enligt dig, gjorde de rätt eller inte? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

 

26. I stort, känner du att vården han/hon fick, när han/hon behövde akut 

vård under kvällar och helger under de tre sista månaderna i livet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 
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 Någorlunda 

 Dålig 

 Vet inte 

 

Hemtjänst 

Om han/hon inte hade hemtjänst under de tre sista månaderna, gå till fråga 30. 

 

27.  Hur ofta kom hemtjänstpersonalen på besök när det var som mest?  

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2 - 6 gånger per vecka 

 En gång i veckan 

 2 - 3 gånger i månaden 

 Mer sällan 

 Vet inte 

 

28. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

hemtjänstpersonalen?  

Markera endast ett alternativ 

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 
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 Någorlunda 

 Dålig 

 Vet inte 

 

Hemtjänst 

Om han/hon inte hade hemtjänst under de tre sista månaderna, gå till fråga 30. 

 

27.  Hur ofta kom hemtjänstpersonalen på besök när det var som mest?  

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2 - 6 gånger per vecka 

 En gång i veckan 

 2 - 3 gånger i månaden 

 Mer sällan 

 Vet inte 

 

28. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

hemtjänstpersonalen?  

Markera endast ett alternativ 

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 
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29. I stort, känner du att omsorgen han/hon fick av hemtjänstpersonalen 

under de tre sista månaderna i livet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte  

Vård från distrikts- eller kommunsjuksköterskor 

Om han/hon inte fick vård av distrikts- eller kommunsjuksköterskor under de 

tre sista månaderna, gå till fråga 33. 

 

30. Hur ofta kom distrikts- eller kommunsjuksköterskorna på besök när det 

var som mest?  

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2–6 gånger per vecka 

 En gång i veckan 

 2–3 gånger i månaden 

 Mer sällan 

 Vet inte 

 

31. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

distrikts/kommunsjuksköterskorna?  

Markera endast ett alternativ 

 Alltid 
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29. I stort, känner du att omsorgen han/hon fick av hemtjänstpersonalen 

under de tre sista månaderna i livet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte  

Vård från distrikts- eller kommunsjuksköterskor 

Om han/hon inte fick vård av distrikts- eller kommunsjuksköterskor under de 

tre sista månaderna, gå till fråga 33. 

 

30. Hur ofta kom distrikts- eller kommunsjuksköterskorna på besök när det 

var som mest?  

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2–6 gånger per vecka 

 En gång i veckan 

 2–3 gånger i månaden 

 Mer sällan 

 Vet inte 

 

31. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

distrikts/kommunsjuksköterskorna?  

Markera endast ett alternativ 

 Alltid 
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 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

32. I stort, känner du att vården han/hon fick av distrikts-

/kommunsjuksköterskorna under de tre sista månaderna i livet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 

Vård från husläkare/distriktsläkare på vårdcentral 
eller motsvarande  

Om han/hon inte träffade husläkare/distriktsläkare, gå till fråga 38. 

 

33. Under de tre sista månaderna, hur ofta träffade han/hon den husläkare/ 

distriktsläkare som han/hon önskade träffa?  

Markera endast ett alternativ 

 Alltid eller nästan alltid 

 Oftast 

 Ibland 

 Aldrig eller nästan aldrig 

 Han/hon försökte inte träffa en specifik läkare 

 Vet inte 
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 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

32. I stort, känner du att vården han/hon fick av distrikts-

/kommunsjuksköterskorna under de tre sista månaderna i livet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 

Vård från husläkare/distriktsläkare på vårdcentral 
eller motsvarande  

Om han/hon inte träffade husläkare/distriktsläkare, gå till fråga 38. 

 

33. Under de tre sista månaderna, hur ofta träffade han/hon den husläkare/ 

distriktsläkare som han/hon önskade träffa?  

Markera endast ett alternativ 

 Alltid eller nästan alltid 

 Oftast 

 Ibland 

 Aldrig eller nästan aldrig 

 Han/hon försökte inte träffa en specifik läkare 

 Vet inte 
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34. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

husläkarna/distriktsläkarna?   

Markera endast ett alternativ 

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

35.  Kunde du diskutera eventuell oro eller rädsla du hade om hans/hennes 

tillstånd, behandling eller undersökningar med 

husläkarna/distriktsläkarna? 

Markera endast ett alternativ 

 Jag hade ingen oro eller rädsla att diskutera 

 Ja, jag diskuterade min oro och rädsla så mycket som jag ville 

 Ja, jag diskuterade min oro och rädsla, men inte så mycket som jag 

hade velat 

 Nej, fastän jag försökte att diskutera min oro och rädsla 

 Nej, men jag försökte inte att diskutera min oro och rädsla 

 

36. I stort, om husläkarna/distriktsläkarna besökte honom/henne i hemmet 

under de tre sista månaderna, hur lätt eller svårt var det att få dem att 

komma på besök? 

Markera endast ett alternativ 

 Väldigt lätt 

 Ganska lätt 

 Ganska svårt 

 Väldigt svårt 
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34. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

husläkarna/distriktsläkarna?   

Markera endast ett alternativ 

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

35.  Kunde du diskutera eventuell oro eller rädsla du hade om hans/hennes 

tillstånd, behandling eller undersökningar med 

husläkarna/distriktsläkarna? 

Markera endast ett alternativ 

 Jag hade ingen oro eller rädsla att diskutera 

 Ja, jag diskuterade min oro och rädsla så mycket som jag ville 

 Ja, jag diskuterade min oro och rädsla, men inte så mycket som jag 

hade velat 

 Nej, fastän jag försökte att diskutera min oro och rädsla 

 Nej, men jag försökte inte att diskutera min oro och rädsla 

 

36. I stort, om husläkarna/distriktsläkarna besökte honom/henne i hemmet 

under de tre sista månaderna, hur lätt eller svårt var det att få dem att 

komma på besök? 

Markera endast ett alternativ 

 Väldigt lätt 

 Ganska lätt 

 Ganska svårt 

 Väldigt svårt 
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 Han/hon ville att husläkarna/distriktsläkarna skulle komma, men de 

kom inte 

 Inte aktuellt - husläkarna/distriktsläkarna behövde inte komma  

 Vet inte 

 

37. I stort, känner du att vården han/hon fick av husläkarna/distriktsläkarna 

under de tre sista månaderna i livet var: 

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte    

 

Vård från specialiserat hemsjukvårdsteam  

Om han/hon inte fick vård under de tre sista månaderna av personal från 

specialiserad sjukvård i hemmet (t ex. ASIH, SAH, LAH, dvs. sjuksköterska, 

läkare, sjukgymnast, kurator osv) gå till fråga 41. 

 

38.  Hur ofta kom personal från specialiserad vård i hemmet på besök när det 

var som mest?  

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2–6 gånger per vecka 

 En gång i veckan 

 2–3 gånger i månaden 
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 Han/hon ville att husläkarna/distriktsläkarna skulle komma, men de 

kom inte 

 Inte aktuellt - husläkarna/distriktsläkarna behövde inte komma  

 Vet inte 

 

37. I stort, känner du att vården han/hon fick av husläkarna/distriktsläkarna 

under de tre sista månaderna i livet var: 

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte    

 

Vård från specialiserat hemsjukvårdsteam  

Om han/hon inte fick vård under de tre sista månaderna av personal från 

specialiserad sjukvård i hemmet (t ex. ASIH, SAH, LAH, dvs. sjuksköterska, 

läkare, sjukgymnast, kurator osv) gå till fråga 41. 

 

38.  Hur ofta kom personal från specialiserad vård i hemmet på besök när det 

var som mest?  

Markera endast ett alternativ 

 Mer än en gång per dag 

 Varje dag 

 2–6 gånger per vecka 

 En gång i veckan 

 2–3 gånger i månaden 
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 Mer sällan 

 Vet inte 

 

39. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

personalen från specialiserad vård i hemmet?  

Markera endast ett alternativ  

 Alltid 

 Oftast   

 Ibland   

 Aldrig   

 Vet inte 

 

40. I stort, känner du att vården han/hon fick av personalen från specialiserad 

vård i hemmet under de tre sista månaderna i livet var:  

Markera endast ett alternativ  

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 

 

Vård – och omsorgsboenden (t ex äldreboende) 

 

41.  Bodde/vistades han/hon på ett vård- och omsorgsboende någon gång 

under de tre sista månaderna i livet? 

Markera endast ett alternativ 
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 Mer sällan 

 Vet inte 

 

39. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

personalen från specialiserad vård i hemmet?  

Markera endast ett alternativ  

 Alltid 

 Oftast   

 Ibland   

 Aldrig   

 Vet inte 

 

40. I stort, känner du att vården han/hon fick av personalen från specialiserad 

vård i hemmet under de tre sista månaderna i livet var:  

Markera endast ett alternativ  

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 

 

Vård – och omsorgsboenden (t ex äldreboende) 

 

41.  Bodde/vistades han/hon på ett vård- och omsorgsboende någon gång 

under de tre sista månaderna i livet? 

Markera endast ett alternativ 
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 Ja, han/hon bodde/vistades på ett vård- och omsorgsboende, gå till 

fråga 42 

 Nej, gå till fråga 45 

 Vet inte, gå till fråga 45 

 

42. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

personalen på vård- och omsorgsboendet?  

Markera endast ett alternativ 

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

43.  Under de tre sista månaderna i livet, medan han/hon var på ett vård- och 

omsorgsboende, hur väl var han/hon smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 Inte aktuellt, han/hon hade inte ont 
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 Ja, han/hon bodde/vistades på ett vård- och omsorgsboende, gå till 

fråga 42 

 Nej, gå till fråga 45 

 Vet inte, gå till fråga 45 

 

42. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av 

personalen på vård- och omsorgsboendet?  

Markera endast ett alternativ 

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

43.  Under de tre sista månaderna i livet, medan han/hon var på ett vård- och 

omsorgsboende, hur väl var han/hon smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 Inte aktuellt, han/hon hade inte ont 
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44. I stort, känner du att vården han/hon fick de tre sista månaderna i livet på 

vård- och omsorgsboendet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte
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44. I stort, känner du att vården han/hon fick de tre sista månaderna i livet på 

vård- och omsorgsboendet var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte
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Sista vårdtiden på sjukhus 

 
45. Låg han/hon på sjukhus någon gång under de tre sista månaderna i livet? 

(inskriven på sjukhus) 

Markera endast ett alternativ 

 Ja, gå till fråga 46 

 Nej, gå till fråga 50 

 Vet inte, gå till fråga 50 

 

46. Under hans/hennes sista vistelse på sjukhus, hur stor del av tiden 

bemöttes han/hon med respekt och värdighet av sjukhusets personal? 

Markera endast ett alternativ  

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

47. Under hans/hennes sista sjukhusvistelse, hur väl var han/hon 

smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 

 

 

Sista vårdtiden på sjukhus 

 
45. Låg han/hon på sjukhus någon gång under de tre sista månaderna i livet? 

(inskriven på sjukhus) 

Markera endast ett alternativ 

 Ja, gå till fråga 46 

 Nej, gå till fråga 50 

 Vet inte, gå till fråga 50 

 

46. Under hans/hennes sista vistelse på sjukhus, hur stor del av tiden 

bemöttes han/hon med respekt och värdighet av sjukhusets personal? 

Markera endast ett alternativ  

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

47. Under hans/hennes sista sjukhusvistelse, hur väl var han/hon 

smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 
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 Inte aktuellt- han/hon hade inte ont 

 

48. Fungerade samarbetet mellan sjukhuset och andra vård- och 

omsorgsinsatser utanför sjukhuset? 

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, delvis 

 Nej, samarbetet fungerade inte 

 Vet inte 

 Inte aktuellt 

 

49. I stort, känner du att vården han/hon fick av personalen på sjukhuset 

under den vistelsen var:  

Markera endast ett alternativ  

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte
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 Inte aktuellt- han/hon hade inte ont 

 

48. Fungerade samarbetet mellan sjukhuset och andra vård- och 

omsorgsinsatser utanför sjukhuset? 

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, delvis 

 Nej, samarbetet fungerade inte 

 Vet inte 

 Inte aktuellt 

 

49. I stort, känner du att vården han/hon fick av personalen på sjukhuset 

under den vistelsen var:  

Markera endast ett alternativ  

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte

146



   

 

 147 
 

Sista vårdtiden på hospice/palliativ vårdavdelning 

(Specialiserade vårdplatser för vård vid livets slut) 

 

50. Var han/hon inlagd på hospice/palliativ vårdavdelning någon gång under de tre 

sista månader i livet? 

Markera endast ett alternativ 

 Ja, gå till fråga 51 

 Nej, gå till fråga 54 

 Vet inte, gå till fråga 54 

 

51. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av personalen 

på hospicet/palliativa vårdavdelningen? 

Markera endast ett alternativ  

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

52. Under de tre sista månaderna i livet, när han/hon var på hospice/palliativ 

vårdavdelning, hur väl var han/hon smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 Inte aktuellt- han/hon hade inte ont 
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Sista vårdtiden på hospice/palliativ vårdavdelning 

(Specialiserade vårdplatser för vård vid livets slut) 

 

50. Var han/hon inlagd på hospice/palliativ vårdavdelning någon gång under de tre 

sista månader i livet? 

Markera endast ett alternativ 

 Ja, gå till fråga 51 

 Nej, gå till fråga 54 

 Vet inte, gå till fråga 54 

 

51. Hur stor del av tiden bemöttes han/hon med respekt och värdighet av personalen 

på hospicet/palliativa vårdavdelningen? 

Markera endast ett alternativ  

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 

 

52. Under de tre sista månaderna i livet, när han/hon var på hospice/palliativ 

vårdavdelning, hur väl var han/hon smärtlindrad? 

Markera endast ett alternativ 

 Helt, hela tiden 

 Helt, för det mesta 

 Delvis 

 Inte alls 

 Vet inte 

 Inte aktuellt- han/hon hade inte ont 
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53. I stort, känner du att vården han/hon fick från personalen på hospicet/palliativa 

vårdavdelningen var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 

 

Erfarenheter från de två sista dagarna i livet 

 

54. Under de två sista dagarna i livet var han/hon: 

Markera de alternativ som passar 

 Hemma hela tiden 

 På vård- och omsorgsboende hela tiden 

 På sjukhus hela tiden 

 På hospice/palliativ vårdavdelning hela tiden 

 Annat, skriv här…………………………………………………………… 

 

55. Hur stor del av tiden bemöttes han/hon med respekt och värdighet under de två 

sista dagarna i livet? 

Markera endast ett alternativ  

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 
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53. I stort, känner du att vården han/hon fick från personalen på hospicet/palliativa 

vårdavdelningen var:  

Markera endast ett alternativ 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 

 

Erfarenheter från de två sista dagarna i livet 

 

54. Under de två sista dagarna i livet var han/hon: 

Markera de alternativ som passar 

 Hemma hela tiden 

 På vård- och omsorgsboende hela tiden 

 På sjukhus hela tiden 

 På hospice/palliativ vårdavdelning hela tiden 

 Annat, skriv här…………………………………………………………… 

 

55. Hur stor del av tiden bemöttes han/hon med respekt och värdighet under de två 

sista dagarna i livet? 

Markera endast ett alternativ  

 Alltid 

 Oftast 

 Ibland 

 Aldrig 

 Vet inte 
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56. Läs följande påståenden och välj de som bäst stämmer med din åsikt om den hjälp 

han/hon fick de två sista dagarna i livet: 

Välj ett alternativ för varje fråga 

 

 Instämmer 

verkligen 

Instämmer Varken 

eller 

Instämmer 

inte 

Instämmer 

verkligen 

inte 

Vet 

inte 

Inte 

aktuellt 

Det fanns 

tillräcklig hjälp 

för att 

tillgodose 

hans/hennes 

behov 

av personlig 

hygien t.ex. 

hjälp att tvätta 

sig, 

toalettbesök. 

       

Det fanns 

tillräcklig hjälp 

med 

omvårdnad, 

såsom att ge 

mediciner och 

hjälpa honom/ 

henne att hitta 

ett bekvämt 

läge i sängen. 

       

Sängplatsen 

och den 

omgivande 

miljön gav 

tillräcklig 

avskildhet för 

honom/henne. 
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56. Läs följande påståenden och välj de som bäst stämmer med din åsikt om den hjälp 

han/hon fick de två sista dagarna i livet: 

Välj ett alternativ för varje fråga 

 

 Instämmer 

verkligen 

Instämmer Varken 

eller 

Instämmer 

inte 

Instämmer 

verkligen 

inte 

Vet 

inte 

Inte 

aktuellt 

Det fanns 

tillräcklig hjälp 

för att 

tillgodose 

hans/hennes 

behov 

av personlig 

hygien t.ex. 

hjälp att tvätta 

sig, 

toalettbesök. 

       

Det fanns 

tillräcklig hjälp 

med 

omvårdnad, 

såsom att ge 

mediciner och 

hjälpa honom/ 

henne att hitta 

ett bekvämt 

läge i sängen. 

       

Sängplatsen 

och den 

omgivande 

miljön gav 

tillräcklig 

avskildhet för 

honom/henne. 
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57. Under de två sista dagarna i livet, hur bedömer du graden av stöd från de som 

vårdade honom/henne inom följande områden: 

Välj ett alternativ för varje fråga  

 Instämmer 
verkligen 

Instämmer Varken 
eller 

Instämmer 
inte 

Instämmer 
verkligen 

inte 

Vet 
inte 

Inte 
aktuellt 

Smärtlindring       
 

 
 

Lindring av 
andra 
symtom än 
smärta t.ex. 
illamående 
eller oro 

       

Andligt stöd 
 

       

Emotionellt 
stöd 
 

       

Stöd att få 
vara där 
han/hon 
ville vara 
 

       

 

Omständigheter kring hans/hennes död 

 

58. Visste han/hon att det var troligt att han/hon skulle dö snart? 

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, troligen 

 Troligen inte 

 Nej, definitivt inte 

 Osäker 
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57. Under de två sista dagarna i livet, hur bedömer du graden av stöd från de som 

vårdade honom/henne inom följande områden: 

Välj ett alternativ för varje fråga  

 Instämmer 
verkligen 

Instämmer Varken 
eller 

Instämmer 
inte 

Instämmer 
verkligen 

inte 

Vet 
inte 

Inte 
aktuellt 

Smärtlindring       
 

 
 

Lindring av 
andra 
symtom än 
smärta t.ex. 
illamående 
eller oro 

       

Andligt stöd 
 

       

Emotionellt 
stöd 
 

       

Stöd att få 
vara där 
han/hon 
ville vara 
 

       

 

Omständigheter kring hans/hennes död 

 

58. Visste han/hon att det var troligt att han/hon skulle dö snart? 

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, troligen 

 Troligen inte 

 Nej, definitivt inte 

 Osäker 
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59. Enligt dig, berättade personen som informerade honom/henne att han/hon troligen 

skulle dö snart detta på ett respektfullt sätt?  

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, delvis 

 Nej, inte alls 

 Vet inte 

 Inte aktuellt, de visste inte att han/hon var döende 

 Inte aktuellt, de berättade inte för honom/henne att han/hon var döende 

 

60. Kontaktades du i tillräckligt god tid för att hinna vara med honom/henne innan 

han/hon dog? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Jag var redan där 

 Det var inte tydligt att han/hon skulle dö snart 

 Jag hade inte kunnat komma dit ändå, även om jag kontaktades i god tid 

 Jag blev inte kontaktad 

 

61. Sade han/hon någonsin var han/hon ville dö? 

Markera endast ett alternativ 

 Ja, gå till fråga 62 

 Nej, gå till fråga 64 

 Osäker, gå till fråga 64 
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59. Enligt dig, berättade personen som informerade honom/henne att han/hon troligen 

skulle dö snart detta på ett respektfullt sätt?  

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, delvis 

 Nej, inte alls 

 Vet inte 

 Inte aktuellt, de visste inte att han/hon var döende 

 Inte aktuellt, de berättade inte för honom/henne att han/hon var döende 

 

60. Kontaktades du i tillräckligt god tid för att hinna vara med honom/henne innan 

han/hon dog? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Jag var redan där 

 Det var inte tydligt att han/hon skulle dö snart 

 Jag hade inte kunnat komma dit ändå, även om jag kontaktades i god tid 

 Jag blev inte kontaktad 

 

61. Sade han/hon någonsin var han/hon ville dö? 

Markera endast ett alternativ 

 Ja, gå till fråga 62 

 Nej, gå till fråga 64 

 Osäker, gå till fråga 64 
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62. Var sa han/hon att han/hon ville dö? 

Markera endast ett alternativ 

 Hemma 

 På ett hospice/palliativ vårdavdelning 

 På ett sjukhus 

 På ett vård- och omsorgsboende 

 Han/hon sa att det inte spelade någon roll var han/hon dog 

 Han/hon ändrade sig om var han/hon ville dö 

 Någon annanstans, skriv här…………………………………………………….  

 

63. Hade vårdpersonalen dokumenterat hans/hennes önskan? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

 

64. Tror du han/hon hade möjlighet att påverka var han/hon dog? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

 Han/hon dog plötsligt 

 

65. Sammantaget, tycker du att han/hon dog på rätt plats? 

Markera endast ett alternativ 

 Ja 

 Nej 
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62. Var sa han/hon att han/hon ville dö? 

Markera endast ett alternativ 

 Hemma 

 På ett hospice/palliativ vårdavdelning 

 På ett sjukhus 

 På ett vård- och omsorgsboende 

 Han/hon sa att det inte spelade någon roll var han/hon dog 

 Han/hon ändrade sig om var han/hon ville dö 

 Någon annanstans, skriv här…………………………………………………….  

 

63. Hade vårdpersonalen dokumenterat hans/hennes önskan? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

 

64. Tror du han/hon hade möjlighet att påverka var han/hon dog? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

 Han/hon dog plötsligt 

 

65. Sammantaget, tycker du att han/hon dog på rätt plats? 

Markera endast ett alternativ 

 Ja 

 Nej 
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 Osäker 

 

66. Fick du eller hans/hennes familj tillräckligt med hjälp och stöd från vårdteamet vid 

tidpunkten för hans/hennes död? 

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, delvis 

 Nej, inte alls 

 Vet inte 

 

67. Bemöttes du eller hans/hennes familj på ett respektfullt sätt av personalen efter 

hans/hennes död? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Vet inte 

 Inte aktuellt, jag hade ingen kontakt med personalen 

Skriv gärna kommentarer om du vill …………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 

68. Om du ser tillbaka på hans/hennes tre sista månader i livet, var han/hon delaktig i 

beslut kring sin vård så mycket som han/hon ville vara? 

Markera endast ett alternativ 

 Han/hon var delaktig så mycket som han/hon ville  

 Han/hon hade velat vara mer delaktig 

 Han/hon hade velat vara mindre delaktig 

 Vet inte 
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 Osäker 

 

66. Fick du eller hans/hennes familj tillräckligt med hjälp och stöd från vårdteamet vid 

tidpunkten för hans/hennes död? 

Markera endast ett alternativ 

 Ja, definitivt 

 Ja, delvis 

 Nej, inte alls 

 Vet inte 

 

67. Bemöttes du eller hans/hennes familj på ett respektfullt sätt av personalen efter 

hans/hennes död? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Vet inte 

 Inte aktuellt, jag hade ingen kontakt med personalen 

Skriv gärna kommentarer om du vill …………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 

68. Om du ser tillbaka på hans/hennes tre sista månader i livet, var han/hon delaktig i 

beslut kring sin vård så mycket som han/hon ville vara? 

Markera endast ett alternativ 

 Han/hon var delaktig så mycket som han/hon ville  

 Han/hon hade velat vara mer delaktig 

 Han/hon hade velat vara mindre delaktig 

 Vet inte 
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69.  Om du ser tillbaka på de tre sista månaderna av hans/hennes liv, var du delaktig i 

beslut kring vården så mycket som du ville vara? 

Markera endast ett alternativ 

 Jag var delaktig så mycket som jag ville 

 Jag hade velat vara mer delaktig 

 Jag hade velat vara mindre delaktig 

 Vet inte 

 

70.  Togs några beslut om hans/hennes vård som han/hon inte skulle ha velat? 

Markera endast ett alternativ 

 Ja 

 Nej 

 Osäker 

Skriv gärna kommentarer om du vill ………………………………………… 
…………………………………………………………… 
……………………………………………………………… 
 

71.  I stort, om du räknar in all vård, hur skulle du bedöma hans/hennes vård under de 

tre sista månaderna i livet? 

Markera endast ett alternativ 

 Helt enastående 

 Utmärkt 

 Bra 

 Någorlunda 

 Dålig 

 Vet inte 
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72.  Sedan han/hon dog har du pratat med någon från sjukvården, socialtjänsten eller 

någon verksamhet som ger stöd i sorgen om dina känslor kring hans/hennes 

sjukdom och död? 

Markera endast ett alternativ 

 Ja 

 Nej, men jag hade velat det 

 Nej, men jag ville inte det ändå 

 Osäker 

 

Skriv gärna om det är något mer du vill berätta om den vård och det stöd ni fått, 

fortsätt gärna skriva längst bak i enkäten om du behöver 
 
……………………………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 

 

73. Vad, om något, var bra med vården? 

……………………………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 

 

74. Vad, om något, var dåligt med vården? 

 
……………………………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 
 
 
 

Tack för din medverkan! 

 

 

   

 

 155 
 

72.  Sedan han/hon dog har du pratat med någon från sjukvården, socialtjänsten eller 

någon verksamhet som ger stöd i sorgen om dina känslor kring hans/hennes 

sjukdom och död? 

Markera endast ett alternativ 

 Ja 

 Nej, men jag hade velat det 

 Nej, men jag ville inte det ändå 

 Osäker 

 

Skriv gärna om det är något mer du vill berätta om den vård och det stöd ni fått, 

fortsätt gärna skriva längst bak i enkäten om du behöver 
 
……………………………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 

 

73. Vad, om något, var bra med vården? 

……………………………………………………………… 
……………………………………………………………… 
……………………………………………………………… 

 

 

74. Vad, om något, var dåligt med vården? 
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……………………………………………………………… 
……………………………………………………………… 

 
 
 
 

Tack för din medverkan! 
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This thesis is in the subject of palliative care and has the 
overall aim of investigating bereaved family members’ 
experiences of support and care during the last three months 
of life for people with advanced illness, employing a VOICES 
(SF) (Views of Informal Carers – Evaluation of Services (Short 
Form)) survey design. The results provide novel and important 
knowledge about the content and quality of care during the 
last few months of life, for all groups with potential palliative 
care needs, hence placing care at the end of life on the 
agenda of the Swedish welfare society.
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courses and a PhD programme within the field The Individual 
in the Welfare Society, with currently two third-cycle subject 
areas, Palliative care and Social welfare and the civil society. 
The area frames a field of knowledge in which both the 
individual in palliative care and social welfare as well as 
societal interests and conditions are accommodated.
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