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Marjo Outila, Marjaana Seppänen, Pilvikki Lantela, Pekka Vasari 
 

Bringing dying back home? – Northern Finns’ end-of-life preparations, concerns and 
care preferences and Finnish care policy’s emphasis on care at home1

 

 

 

Abstract 
 

In recent years, Finnish care policy has emphasised that older people should remain at home 
for as long as possible. Since the final stages of life and death will theoretically happen more 
often in the home, it is important to identify people’s experiences and needs regarding end-of-
life care and dying. The aim of this article is to provide knowledge on these questions from the 
perspective of the Northern Finnish people (N=294). Statistical analysis was used with data 
gathered from a survey of a random sample. People’s wishes for their end-of-life place and 
carers and their end-of-life plans and concerns, are analysed as part of a social and cultural 
construction of dying and end-of-life care. The results show that people do have end-of-life 
concerns and that they consider end-of-life planning important but that few preparations are 
actually made. In many instances, home is regarded as the best place for end-of-life care and 
dying, but care institutions are also regarded positively. Reliance on professional care is very 
strong, even though people hope to receive care from family members as well. The results are 
discussed in the light of Finnish care policy and end-of-life culture. 
 

Keywords: advance care planning, end-of-life care, dying 

Introduction 

 

In traditional societies, death was part of everyday life. People prepared for it in the midst of 

their everyday lives and died in the places where they had spent their lives (Elias 1985). 

However, as societies started to modernize and the service sector began to grow, the last stages 

of life were transferred from homes to institutions such as hospitals and care homes. Death 

became isolated from everyday life and medicalized (Miettinen 2006).  

 

 
1 This study is part of a comparative end-of-life care research initiated by Sapporo City University (Kazuyo 
Sooudi and Midori Mimaya) and Hokkaido University (Reiko Takeu and Azusa Shikanai) and carried out by the 
aforementioned together with the University of Lapland. Supplementary questions were added to the Finnish 
questionnaire (e.g. concerning end-of-life preparations) by the Finnish research team (Marjaana Seppänen, 
Marjo Outila, Eeva Rossi, Heli Valokivi, Satu Peteri). The analysis of the data was conducted as part of ‘A well-
functioning home care to Lapland - Diverse forms of support to living at home’ project funded by the Finnish 
Ministry of Social Affairs and Health. At an early phase of the analysis, help was received from statistics teacher 
Marianne Silen (University of Lapland). 
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In recent decades, the orientation of care for older people has changed from institutionalised 

care to care given at home. To enable people to live at home for as long as possible is currently 

the organizing principle of services in Finland. This became particularly clear in 2013 with a 

new ‘Act on Supporting the Functional Capacity of the Older Population and on Social and 

Health Services for Older Persons’ (980/2012). From the beginning of 2015, the law was 

changed to promote a larger proportion of older adults residing in private homes. As an 

outcome of these reforms, it can be anticipated that the final stages of life will more often be 

spent at home—and due to the reduction in child mortality and improvements in medical care, 

death is most likely to be encountered after a long life in which illness has been part of life 

(Luptak 2004; Lloyd 2010). 

Dying has mostly been approached as a medical and nursing issue, both in professional practice 

and in research (Brown and Walter 2014). As part of this tradition, death has been studied from 

the perspectives of the psychological processes experienced (e.g. Kübler-Ross 1969) and the 

care needed. The care of older persons has been examined from the perspective of both 

caregivers and care receivers in both informal and formal care contexts (e.g. Genet et al. 2011). 

As having older people in poor physical health and dying at home becomes a more regular part 

of the everyday life of families and home care services, the significance of the subject becomes 

greater. Providing information about psychosocial and cultural issues in the context of end-of-

life care and death is a rare but important and growing research area (Donovan et al. 2011; Carr 

2012; Bullock 2011; Ko et al. 2013). The understanding of death is culturally bound (Leishman 

2009a), and the structures of society and the organization of responsibilities and practices 

relating to care define how the last stages of life and death are encountered (Gomes et al. 2011). 

Especially important are those practices that relate to the social and health services (Luptak 

2004).  

Theoretical point of view, research questions, data and method 

 

The aim of this study was to provide knowledge about the end-of-life wishes, concerns, and 

preparations of the people of northern Finland as part of their socio-cultural construction of 

death and end-of-life care. We analysed our findings in the light of current thinking that  

Western culture is in a place where old age, especially the fourth age in which care and end-

of-life issues are central, is culturally rejected and pushed away from normal social life (Higgs 

and Gillerad 2015; Elias 1985).  

 

Elias (1985) suggests that we have been distanced from the aging process and from dying. He 
writes about the ‘repression’ of death, as one aspect of a more comprehensive movement in 
civilisations in which death is pushed more and more behind the scenes of everyday social life. 
Many people have difficulty in identifying with aging and death. For the dying, this means 
isolation and those close to the dying person often have difficulty in facing the prospect of 
death. Death and dying are spoken of less openly and less frequently. Elias writes that people 
are forced back onto their own resources, and into their own individual powers of invention, in 
dealing with, for example, emotions relating to dying. There are insufficient common 
expressions or standardized forms of behaviour to make it easy for people to confront 
emotionally challenging situations like dying. (Elias 1985.) Included in the socio-cultural 
constructions of old age and dying are perceptions of how we should act in relation to our own 
death; how we should prepare for it, and how we wish for or can rely on the help and care of 
others when our own death is near. Death as a social construction means that it is defined using 
words, concepts and ways of thinking that are available in the individual’s culture; included 
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are ideas of change through time and the differences, for example, between individuals and 
social groups (Leishman 2009b; Kastenbaum 1998).  

Our research questions are:  
 

• What kind of end-of-life preparations, concerns and care preferences do people have? 

• What can be said about the social exclusion of dying when thinking about people’s end-

of-life preparations, concerns and care preferences, and what implications may this 

have for care policy and practices? 

 

Our research data consisted of responses from 294 people to a postal survey with a random 

sample. The aim of the survey was to gather information related to end-of-life care and dying.2 

The survey was sent to 1000 adults older than 20 years living in two cities in northern Finland, 

and the data was collected in December 2015. The selection of Rovaniemi and Sodankylä as 

the research areas was based on a Japanese-Finnish comparative study design: in both 

countries, two northern urban regions that are surrounded by a sparsely populated area were 

selected for study. The response rate was 29%. (See Table 2 for detailed information.)  

 

Demographic variables in the survey were age, gender, household size, education, annual 

income, self-reported financial security and self-reported health. Probably due to the theme of 

the survey, over half of the respondents were 63 years of age or older. As compared to the 

general population of the area, respondents were more likely to be older, women, less likely to 

be living alone, and having a low income (19 999 euros or less, per household, per year). 

 

The aim of the study was to form an overview of the respondents’ thoughts and opinions; 

therefore the data were analysed by using descriptive statistics. The differences among 

variables were analysed by bivariate cross-tabulation, and the significance of differences 

between groups was evaluated using a chi-square test. Reported p-values were exact (2-sided). 

Most research in the area of advanced care planning and end-of-life care is qualitative, using 

focus groups and interviews for gathering data (e.g. Bito 2007; Ko and Bergman 2012; Piers 

et al. 2013). This study contributes to the literature by using mainly quantitative methods and 

targeting a wider age range. Unlike many other studies, this survey did not target the older 

generations only, but all adult residents (20 years or older, with a mean of 62 years), and 

information was collected randomly rather than recruiting people from clinics or senior centres 

(versus Malcomson and Bisbee 2007; Lynn, Curtis and Lagerwey 2016; Brinkman-

Stoppelenburg, Rietjens and van der Heide 2014). 

At the end of the survey, respondents were asked to share their thoughts and experiences of 

home care, end-of-life care and dying. Eighty-three (28%) shared their thoughts on these topics. 

Extracts from these data are used in this article to reveal respondents’ thoughts and feelings. 

 
2 There were 46 questions in the questionnaire, one of which was an open question. Examples of questions: 
Have you experienced someone close to you dying? Does thinking about the end-of-life worry you? If it does, 
what kind of worries do you have? Where would you like to spend the final stages of your life? From whom 
would you like to receive care at the end of life? 
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Ethical issues 

 

The questionnaire and research plan were approved by the University of Lapland research 
ethics committee. 

Results 

 

End-of-life concerns 

 

 ‘More than death, I fear ending up in a breathing machine, or the like, lying and withering 
with the pain.’ 

 

Death causes worries and fears in people’s lives, although the causes of their concerns may 
change over time (Elias 1985). In our study, more than half of the respondents had some kind 
of end-of-life concerns (Table 1). Respondents were most worried about the family that would 
be left behind. The possibility of pain, illnesses and suffering at the end-of-life also caused 
concerns. The qualitative study of Fleming et al. (2016) echoes these themes: the participants 
were not worried about death itself, but about the dying process and its impact on the persons 
who would be left behind. As in our study, the respondents hoped to die quickly and peacefully. 
Table 1 Respondents’ end-of-life concerns 

 Thinking of 
end-of-life 
causes 
concerns 

% 

Concern 

about death 
itself 
 

 % 

Concern over 
family 

 
 

% 

Financial 
concerns 

 
 

 % 

Regret over 
unfinished  
things  
 

% 

Other 
concerns  
 
 

% 

% of all 
respondents 

57 22.4 37.1 16.7 9.9 10.9 

Female 

Male 

58.2 

55.4 

p:0.633 

ꭓ2(1)=0.237 

25.1 

19 

p:0.256 

ꭓ2(1)=1.526 

38 

35.5 

p:0.713 

ꭓ2(1)=0.186 

14.6 

19 

p:0.339 

ꭓ2(1)=0.993 

8.8 

11.6 

p:0.552 

ꭓ2(1)=0.620 

11.1 

9.9 

p:0.848 

ꭓ2(1)= 0.106 <63 yrs  ≥63 yrs 
61.2 

53.1 

p:0.189 

ꭓ2(1)=1.916 

23.1 

22.5 

p:1.000 

ꭓ2(1)=0.014 

45.4 

30.6 

p:0,011* 

ꭓ2(1)=6.685 

13.1 

19.4 

p:0.157 

ꭓ2(1)=2.060 

13.8 

5.6 

p:0,024* 

ꭓ2(1)=5.741 

9.2 

11.9 

p:0.568 

ꭓ2(1)=0.525 

Household 

1 person 

2 persons 
3-6 persons 

 

 

45.8 

56.3 
73 

p:0,004** 

ꭓ2(2)=10.879 

 

20.5 

22.9 
25 

p:0.825 

ꭓ2(2)=0.430 

 

19.3 

36.8 
59.4 

p:<0.001*** 

ꭓ2(2)=24.990 

 

15.7 

13.2 
23.4 

p:0.176 

ꭓ2(2)=3.453 

 

7.2 

6.9 
18.8 

p:0,020* 

ꭓ2(2)=7.866 

 

10.8 

11.1 
9.4 

p:0.938 

ꭓ2(1)=0.145 

Financially 
Secure 

Insecure 

 
52 

75.4 

p:0.001** 

ꭓ2(1)=11.494 

 
20 

25.7 

p:0.398 

ꭓ2(1)=1.004 

 
34 

47.1 

p:0.062 

ꭓ2(1)=3.825 

 
9.5 

35.7 

p:<0.001*** 

ꭓ2(1)=26.122 

 
8 

17.1 

p:0,040* 

ꭓ2(1)=4.663 

 
9 

12.9 

p:0.488 

ꭓ2(1)=0.857 

Annual 
income per 
household 
-19 999 

20-69 999 

 

 

 
50.6 

61.8 

 

 

 
19 

24.7 

 

 

 
24.1 

45.6 

 

 

 
22.8 

15.8 

 

 

 
8.9 

10.8 

 

 

 
13.9 

10.1 
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70 000- 59.5 
p:0.255 

ꭓ2(2)=2.719 

23.8 
p:0.638 

ꭓ2(2)=0.988 

33.3 
p:0,004** 

ꭓ2(2)=10.781 

7.1 
p:0.086 

ꭓ2(2)=4.990 

11.9 
p:0.891 

ꭓ2(2)=0.325 

11.9 
p:0.704 

ꭓ2(2)=0.757 

*p<0.05 

** p<0.01 

*** p<0.001 

 

Concerns about family left behind and regret about unfinished issues are less common among 
older than younger adults. Younger respondents (under 63, and henceforth referred to as 
younger adults) are generally more worried than the older adults (63 or older, and henceforth 
referred as older adults), although the difference is not statistically significant.3 Most existing 
research suggests that concerns lessen as people age. Fear of death or death anxiety is less 
common among older adults than among younger adults (Cicirelli 2006; Chopik 2017; Fortner 
and Neimeyer 1999; Russac et al. 2007).  
 

Our study did not confirm the connection between health problems and end-of-life concerns, 
which was contrary to other studies that have stressed that poor health and mental health 
problems are related to end-of-life concerns (Fortner and Neimeyer 1999; Hofer et al. 2017; 
Krause and Hayward 2015). One possible explanation for this is the low number of respondents 
who reported ill health.  
 

Social support and being married can buffer fear of death (Chopik 2017; Hofer et al. 2017; 
Azeem and Naz 2015), but in our data, there was no significant difference regarding fear of 
death and dying between those who lived alone and those who lived with a partner or family 
members. However, respondents from bigger households were generally more worried than 
those living alone. Age mediated this result: 82.8% of people living in 3–6 person households 
were under 63. Unsurprisingly, respondents from bigger households were also more worried 
about family members than those living alone, and they had more regrets over unfinished 
issues. Additionally, our research suggests that financial insecurity has an impact on people’s 
end-of-life concerns. People who reported themselves to be financially insecure had more 
concerns generally, both financial and regrets about unfinished issues. There was no difference 
in end-of-life concerns between the women and men in our study. Previous studies show 
contradictory results regarding the effect of gender on death anxiety (French, Greenauer and 
Mello 2017; Azeem and Naz 2015; Hofer et al. 2017; Fortner and Neimeyer 1999; Neimeyer 
et al. 2011; Russac et al. 2007).  
 

Surprisingly, our study pointed out a negative connection between end-of-life concerns and 
preparations. One fourth of those with end-of-life concerns and 34% of those without concerns 
had made end-of-life preparations. These results were only tentative (p: 0.118), and a similar 
connection between concerns and the completion of an advance directive was not found. Do 
concerns limit people’s ability or willingness to prepare? 

 

End-of-life preparations 

 

‘I have made a living will. They are not going to keep me alive by force with tubes and with 
heavy pain medication.’ 

 

 
3The age groups were divided (<63 yrs and ≥63 yrs) based on the fact that 63 is a common retirement 
age in Finland.  
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In the light of end-of-life preparations, Elias’ concept of people pushing death away seems 
accurate. In our study, only 29% of the respondents had made some preparations, and similar 
low numbers have been reported elsewhere (Clarke, Korotchenko and Bundon 2012). Financial 
arrangements seem to be the most common preparation made in both our and previous studies 
(Kelly, Masters and DeViney 2013; Samsi and Manthorpe 2011). Fourteen percent of our 
respondents had made a will, which was the most common single arrangement, and 8% had 
made burial or funeral arrangements. When looking at more care-related preparations, the 
proportions were not much bigger: 9.5% had completed an advance directive, 3% had a 
continuing power of attorney (which did not necessarily focus on care arrangements), and 2% 
of the respondents had made other care arrangements or had had care-related discussions.  
Our analysis focused on the completion of an advance directive (AD), a document giving 
information about your wishes concerning end-of-life care, for example, medical treatment 
(e.g. resuscitation) and other care preferences. ADs are one aspect of advance care planning 
(ACP), which includes, for example, discussions with family and healthcare providers about 
future health-care. The aim of ACP is to clarify people’s thoughts, hopes and values so that 
health and medical care decisions will reflect the person’s views.  
In our study, there was an inconsistency between attitude towards AD and the actual completion 
of it. Most respondents (79.4%) viewed an AD as necessary, but only 9.5% had completed it. 
Only 2.7% of the respondents viewed AD as unnecessary and 17.9% could not express an 
opinion on the subject.  
A larger proportion of older adults as compared to younger adults had completed an AD. Also, 
living alone, having faced the death of a close person, having provided care at home and having 
cared for a dying person all increased the likelihood of having made an AD (Table 2). 
Table 2 Characteristics of respondents and preparations for end-of-life  
Demographic 

variables 

Of all 
respondents 

 

% 

Have an 
AD 

 

% 

Other 
preparations  
 

% 

Significance 

Chi-square –test 
AD= have an AD 

OP= other preparations 

All respondents 

N=294 

 9.5 

 

29.3 

 

 <63 yrs ≥63 yrs  
44.8 

55.2 

4.6 

13.1 

18.5 

37.5 

AD:0.014*, 
ꭓ2(1)=6.151 

OP:< 0.001***, 
ꭓ2(1)=12.635 

Female 

Male 

59 

41 

11.1 

7.4 

31 

27.3 

AD:0.321, 
ꭓ2(1)=1.103 

OP:0.517, ꭓ2(1)=0.472 

Household 

1 person 

2 persons 

3-6 persons 

 

28.5 

49.5 

22 

 

19.3 

6.9 

3.1 

 

39.8 

28.5 

18.8 

 

AD 0,001**, 
ꭓ2(2)=13.191 

OP:0,020*, 
ꭓ2(2)=7.821 

 

Financially  
Secure 

Insecure 

 

68 

23.8 

 

9.5 

10 

 

32.5 

20 

 

AD:1.000, 
ꭓ2(1)=0.015 

OP:0.066, ꭓ2(1)=3.914 
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Annual income per 
household 

-19 999 

20 000-69 999 

70 000- 

 

 

28.3 

56.6 

15.1 

 

 

10.1 

11.4 

- 

 

 

26.6 

32.3 

21.4 

 

 

AD:0.074, 
ꭓ2(2)=5.181 

OP:0.340, ꭓ2(2)=2.217 

Education 

Basic 

Vocational/secondary 

Higher/university 

 

25.8 

36.6 

37.6 

 

10.8 

10.5 

7.4 

 

32.4  

19 

36.1 

 

AD:0.691, 
ꭓ2(2)=0.819 

OP:0,018*, 
ꭓ2(2)=8.139 

Self-rated health 

Good 

Bad 

 

82.1 

17.9 

 

7.6 

14.3 

 

28 

32.7 

 

AD:0.160, 
ꭓ2(1)=2.280 

OP:0.602, ꭓ2(1)=0.425 

Experience of death 
of a loved one 

Experience 

No experience 

 

Child 

 

Sibling 

 

Spouse 

 

Friend 

 

 

92.9 

7.1 

 

5.8 (17) 
 

22.1 (65) 
 

14.3 (42) 
 

18.4 (54) 

 

 

9.5 

9.5 

 

17.6 (3) 
 

16.9 (11) 
 

19 (8) 
 

16.7 (9) 
 

 

 

30 

19 

 

47.1 (8) 
 

36.9 (24) 
 

42.9 (18) 
 

29.6 (16) 

 

 

AD:1.000, 
ꭓ2(1)=0,000 

OP:0.332, ꭓ2(1)=1.138 

AD:0.386, 
ꭓ2(1)=1.382 

OP:0.106, ꭓ2(1)=2.765 

AD:0.030*, 
ꭓ2(1)=5.302 

OP:0.164, ꭓ2(1)=2.373 

AD:0.041*, 
ꭓ2(1)=5.158 

OP:0.044*, 
ꭓ2(1)=4.383 

AD:0.069, 
ꭓ2(1)=3.917 

OP:1.000, ꭓ2(1)=0.005 

Experience in 
providing care at 
home  
Experience 

No experience 

 

 

 

45.2 

54.8 

 

 

 

13.5 

6.2 

 

 

 

30.8 

28 

 

 

 

AD:0,045*, 
ꭓ2(1)=4.532 

OP:0.608, ꭓ2(1)=0.291 

Providing care for a 
dying person 

Experience 

No experience 

Professional 
experience 

Informal experience 

 

 

34.8 

65.2 

11.5 

 

20.2 

 

 

15 

6.4 

18.2 

 

13.8 

 

 

35 

26.2 

24.2 

 

39.7 

 

 

AD:0.021*, 
ꭓ2(1)=5.632 

OP:0.135, ꭓ2(1)=2.436 

 

Numbers in brackets in the second column refer to the number of persons. 
*p<0.05 

** p<0.01 

*** p<0.001 
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End-of-life issues may seem somewhat redundant for younger people in a society where death 
is far from everyday life. One of the respondents wrote: ‘At the age of 27 it is difficult to think 
about the end of life period’. When people get older, the probability of facing the death of a 
family member or a friend increases, thus the probability of facing end-of-life care issues 
increases as well. As a result of this, it is more likely that people will come to think about their 
own end-of-life and perhaps make some arrangements for that. Our study reinforces the results 
of earlier studies on the effect of age: older adults’ ACP exceeds the arrangements of younger 
adults. The statistical significance is stronger in other arrangements than in AD. Usually, ACP 
increases with age, but there are exceptions (Ke et al. 2017; Kelly, Masters and DeViney 2013; 
Lynn, Curtis and Lagerwey 2016; Shapiro 2015). 
 

In the light of our study, living alone affects ACP. People who live in one-person households, 
especially older people, have more often made an AD and other end-of-life arrangements. This 
result parallels that of other studies. People who live alone with no relatives have a tendency 
to plan more than others. They may have no one who is eligible to act as their surrogates so 
they feel the need to plan ahead for themselves. (Samsi and Manthorpe 2011; Carr and 
Khodyakov 2007; Piers et al. 2011.) 
 

Our analysis points in the direction that experiencing the loss of spouse, friend, child or sibling 

increases the likelihood of making an AD. Also, experience in providing care at home or for a 

dying person, especially in a professional setting, increases the likelihood of making an AD. It 

seems that close encounters with death prompt people to plan their own end-of-life. More 

research is needed to confirm these results, but according to existing research, facing the death 

of a close person increases the likelihood of making an AD (Carr and Khodyakov 2007; Piers 

et al. 2011; Kelly, Masters and DeViney 2013). 

 

Prior studies have pointed out that people’s health, education (contra Khosla, Curl and 
Washington 2016) and socioeconomic status also affect ACP. People with a poorer health status 
(Ke et al. 2017; Ko, Lee and Hong 2016; Lovell and Yates 2014), recent hospitalizations (Carr 
and Khodyakov 2007; Ke et al. 2017), or living in a care institution (Lynn, Curtis and Lagerwey 
2016) are more likely to complete ADs. Analysis of our data indicated similar results, but 
because of the small proportion of people in our study who reported having trouble with their 
health, the analysis is only tentative. Contrary to other findings, our study did not affirm the 
impact of female gender (Ke et al. 2017; Lynn, Curtis and Lagerwey 2016), higher income 
level (Lynn, Curtis and Lagerwey 2016; Shapiro 2015; Khosla, Curl and Washington 2016) or 
higher educational level (Kelly, Masters and DeViney 2013; Lynn, Curtis and Lagerwey 2016) 
on greater engagement with ACP. Higher education seems to have some effect on other 
arrangements, but not on AD. However, economic security had some effect on making 
arrangements other than completing an AD. Those who felt financially secure had more often 
made end-of-life arrangements than those who felt financially insecure, although the difference 
was not statistically significant.4 
 

Despite the generally positive attitude towards AD (Table 2), advance care planning is still 
quite rare (see also Ko and Berkman 2012). Prior research has found several reasons for this 
that seem to be in line with Elias’ (1985) concepts involving the absence and subsequent 
rejection of death and old age in everyday life. ACP is seen as unpleasant and hostile (Jeong, 

 
4 According to previous studies (e.g. Bullock 2011; Ko and Berkman 2012) religion and cultural or ethnic 
background also impact ACP. Our survey did not cover those aspects. 
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Higgins and McMillan 2011), fearsome or upsetting (Malcomson and Bisbee 2009), a thing 
that has not even come into one’s mind, a thing for which the time has not yet come (Simon et 
al. 2015), something that does not need to be done or else is ineffective (Brinkman-
Stoppelenburg, Rietjens and van der Heide 2014; Ke et al. 2017). 
 

There is research evidence that questions the effectiveness of ADs (Shapiro 2015) but there is 
also evidence for the positive effects of ACP, even though not actualized as planned (Sudore 
and Fried 2010). It has been said that ACP leads to a different level of appreciation of one’s 
personal entity and transcendence (Jeong, Higgins and McMillan 2011), while also giving 
doctors an increased level of knowledge regarding their patients’ wishes. Existing research 
suggests that people usually need support in order to make an ACP (Simon, Porterfield and 
Raffin 2015; Malcomson and Bisbee 2009; Lovell and Yates 2014). It seems that some older 
people are ready to discuss end-of-life issues and make end-of-life plans but that the 
opportunities to do so are lacking (Malcomson and Bisbee 2009; Ko, Lee and Hong 2016; 
Sharp et al. 2013). In order for the support to be effective, it must consist of information with 
concerted action, or interactive and informative interventions (Jeong, Higgins and McMillan 
2011; Ko, Lee and Hong 2016; Freytag and Rauscher 2017). 
 

In our study, the overall proportion of people that had made end-of-life preparations (Table 2) 
seemed small compared to the concerns that people reported (Table 1). People do have end-of-
life concerns, they feel the need to plan their care, but few preparations are made.  
 

Preferences for place of end-of life care 

 

‘If I were in my right mind and could move about relatively well, I would absolutely live at 
home the final stage. But if I had dementia, were paralyzed, all drugged up, or otherwise a so-

called “difficult” case, there’s no way I would like to be in home care – the family would 
probably suffer too.’ 

 

Some of the most central issues in end-of-life care are wishes regarding end-of-life place and 
carers. More than half of the respondents in our study preferred to spend their end-of-life period 

at home (Table 3). Prior research shows that home is usually the place where people prefer to 
receive end-of-life care (Choi et al. 2010) and die (Beccaro et al. 2006; Choi et al. 2010). The 
proportion of people choosing home over an institution varies, but commonly it is well over 50 
percent (Hunt, Shlomo and Addington-Hall 2014a; Hunt, Shlomo and Addington-Hall 2014b; 
Gott et al. 2004; Hoare et al. 2015; Gomes et al. 2013). 

 

Table 3 Respondents’ preferences for place at the end-of-life 

 Home % Hospital % Care home 
% 

Hospice % Significance 
% 

All 57 4 24.2 14.8 
 

Female 

Male 

53.5 

61.2 

4.4 

3.4 

22.6 

26.7 

19.5 

8.6 

p:0.083 

ꭓ2(3)=6.643 <63 yrs  ≥63 yrs 

73.2 

44 

- 
7.3 

17.1 

30 

9.8 

18.7 

p:<0.001*** 

ꭓ2(3)=27.417 

Household 

1 person 

 

44 

 

6.7 

 

29.3 

 

20 

 

p:0.004** 
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2 persons 

3-6 persons 

53.7 

77.8 

4.4 

- 
25 

17.5 

16.9 

4.8 
ꭓ2(6)=19.207 

Self-reported health 

Good 

Bad 

 

62.6 

40.8 

 

3.3 

6.1 

 

19.4 

36.7 

 

14.7 

16.3 

 

p:0.024* 

ꭓ2(3)=9.347 

Annual income per 
household 

-19 999 

20-69 999 

70 000- 

 

 

48.6 

58.4 

75.6 

 

 

7.1 

2.6 

2.4 

 

 

30 

24 

7.3 

 

 

14.3 

14.9 

14.6 

 

 

p:0.059 

ꭓ2(6)=12.051 

Education 

Basic 

Vocational/secondary 

Higher/university 

 

41.8 

61.4 

63.1 

 

7.5 

4 

1.9 

 

40.3 

16.8 

20.4 

 

10.4 

17.8 

14.6 

 

p:0.005** 

ꭓ2(6)=18.404 

*p<0.05 

** p<0.01 

*** p<0.001 

 

In our study, the biggest difference in place preference was between the age groups. Older 

adults preferred an institution more often than younger adults. Prior research has shown diverse 

results for the effect of age. Sometimes, older age groups prefer home as the place of death 

more than younger people (Gomes and Higginson 2008; Sanjo et al. 2007), but sometimes it is 

the other way around (Foreman et al. 2006). Previous research also points out that the preferred 

place for end-of-life care might differ from the preferred place for dying. Even though people 

may not prefer to have care at home, they may prefer to die at home (Aoun and Skett 2013).  

 

Another significant variable was household size: people living alone preferred an institution 
over home more often than people living with others (see also Iecovich, Carmel and Bachner 
2009). Aoun and Skett’s study (2013) with terminally-ill people who lived alone reveals that 
home may not always be the preferred location for end-of-life care or death. It may be that 
people who live alone prefer care institutions because they do not think it will possible to rely 
on professional care at home to the extent that living at home would be possible in the absence 
of a spouse, children or other informal caregivers. In accordance with Aoun and Skett’s 
research (2013), health also affected respondents’ preferences: less than half of the respondents 
who reported ill health chose home for their end-of-life place. Of the healthy respondents, over 
sixty percent chose home. Some expressed firmly their desire to stay in an institution if the 
circumstances were rough: ‘If I get a memory sickness, I, at least, hope to get to a place where 
there is around-the-clock surveillance. In the final stage of cancer, [I would choose] terminal 
care in a hospital or in hospice if there is one.’ 
 

Cross-tabulation of age, size of household and preferred end-of-life place confirmed that age 
is a stronger predictor of preference for an institution than household size: among all the 
household categories, over half of the older adults preferred institutions. Among younger 
adults, it was the other way around: regardless of the household size, over half preferred home. 
 

Educational background and economic situation are, to some extent, also connected with 
preference: a larger percentage of respondents with a lower annual income and lower education 
preferred an institution over the home. The difference was significant only for educational 
background. It is to be noted that 81.9% of the respondents with basic education only were 
older adults. Self-reported financial security did not affect preferences. In our study, there were 
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no differences between genders, in contrast to, for example, the studies of Choi et al. (2010) 
and Foreman et al. (2006) in which men preferred end-of-life care and dying at home more 
often than women did.  
 

The issues that respondents raised in their responses dealt with the challenges of living at home, 

such as loneliness and lack of safety, but also the possibility of making one’s own choices in 

one’s own home. In spite of the general desire to spend the end-of-life at home, being at home 

raised mixed thoughts and feelings. Over 80% of the respondents would, to some extent, be 

happy if their family took care of them. At the same time, over 60% felt that they would be a 

burden on their families.  

 

A theme frequently commented on in the responses was the state of professional care. People 

were worried that the resources for home care were insufficient and that there was a lack of 

psychosocial support and pain relief. Comments on the care received in hospitals, care homes 

and hospices were twofold: on one hand, people were very pleased, for example, with the care 

their family members had received, but on the other hand, they were very critical of the way 

that people were treated and left alone. It is worth noting that the perception of providing care 

at home was related to the wish to remain at home until the end of life. A bigger proportion 

(76.8%) of those who wanted to remain at home had a good picture of home care than those 

people who wished to spend their end-of-life in a care institution (60.9%) (p:0.005, 

ꭓ2(1)=7.952).  

 

Researchers have pointed out the inconsistency between the wish to die at home and the actual 

number of deaths occurring in institutions (Hunt, Shlomo and Addington-Hall 2014a; Bell, 

Somogyi-Zalud and Masaki 2009). The percentage of people dying in institutional settings is 

still high in Finland (according to Aaltonen [2015], 85.5% died in institutions in 2008) and in 

Europe, but there does seem to be a decreasing trend towards choosing a hospital death in 

Western societies (Houttekier et al. 2011; Gomes, Calanzani and Higginson 2011; Flory et al. 

2004). However, despite the growing trend towards the support of home care, the relatively 

large proportion of people still preferring formal care in an institutional setting should not be 

dismissed.  

 

People have different preferences for their end-of-life place, thus the heterogeneity of 

individual wishes should be acknowledged. Existing research stresses that there is a general 

lack of knowledge regarding people’s preferences. This confirms Elias’ (1985) notion of the 

exclusion of death and end-of-life issues: end-of-life and dying are difficult topics to discuss. 

This causes problems in achieving a good quality ACP, for people’s well-being and for the 

actualization of their preferences (Badrakalimuthu and Barclay 2014; Raz, Shalev and Amit 

2011; Hunt, Shlomo and Addington-Hall 2014a). Therefore, the starting point for a good ACP 

should be an awareness of the person’s wishes and the way that they feel about care, for 

example the sharing of care responsibilities between family members. 

 

Preferences for end-of-life carers 

 

‘What scares me most in aging is that I don’t have any children. Who will truly attend to my 
interests when I am dependent on others’ help?’ 

 

In addition to end-of-life place preferences, respondents were asked about their carer 
preferences. The carers most preferred were health care professionals; the next most preferred 
carers were spouse and children (Table 4). 
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Table 4 Respondents’ preferences for end-of life carers 

Demographic 
variables 

Health care 
professionals 

%  

Spouse 

 

% 

Daughter 
 

% 

Son 

 

% 

Friend 

 

% 

All 
respondents 

77.6 54.8 38.1 35.4 9.9 

Female 

Male 

78.9 

75.2 

p:0.480 

ꭓ2(1)=0.567 

48.5 

63.6 

p:0,012* 

ꭓ2(1)=6.521 

40.4 

34.7 

p:0.392 

ꭓ2(1)=0.957 

39.2 

29.8 

p:0.107 

ꭓ2(1)=2.759 

14 

4.1 

p:0.005** 

ꭓ2(1)=7.768 <63 yrs  ≥63 yrs 

80.8 

75.6 

p:0.321 

ꭓ2(1)=1.104 

63.8 

48.1 

p:0,009** 

ꭓ2(1)=7.167 

39.2 

36.9 

p:0.716 

ꭓ2(1)=0.169 

36.9 

33.8 

p:0.621 

ꭓ2(1)=0.317 

16.2 

4.4 

p:0.001** 

ꭓ2(1)=11.408 

Household 

1 person 

2 persons 

3-6 persons 

 

72.3 

78.5 

84.4 

p:0.210 

ꭓ2(2)=3.113 

 

21.7 

66 

70.3 

p:<0.001*** 

ꭓ2(2)=50.093 

 

36.1 

34 

50 

p:0.082 

ꭓ2(2)=4.988 

 

36.1 

27.8 

51.6 

p:0.004** 

ꭓ2(2)=10.990 

 

10.8 

6.3 

17.2 

p:0.054  
ꭓ2(2)=6.007 

Annual 
income per 
household 

-19 999 

20 - 69 999 

70 000- 

 

 

 

68.4 

80.4 

85.7 

p:0.044* 

ꭓ2(2)=6.208 

 

 

 

38 

62 

71.4 

p:<0.001*** 

ꭓ2(2)=16.812 

 

 

 

32.9 

38.6 

38.1 

p:0.699 

ꭓ2(2)=0.763 

 

 

 

26.6 

38 

35.7 

p:0.208 

ꭓ2(2)=3.066 

 

 

 

10.1 

10.1 

11.9 

p:0.962 

ꭓ2(2)=0.121 

*p<0.05 

** p<0.01 

*** p<0.001 

 

The responses reflect a strong reliance on professional care and a mindset in which the roles of 
family members and formal caregivers are clearly separated: ‘I think that I would feel safer in 
the care of professionals who have familiarized themselves with palliative care, in a home-like 
environment; loved ones and family members by my side as friends, not as my carers.’ It seems 
that people expect society to take care of its members: ‘Society cannot expect family or friends 
to accept taking care of the end-of-life care. They have their own life.’ Even though the majority 
of the respondents preferred to have health care professionals as their carers, there was also 
distrust towards them. For example one of the respondents wrote: ‘The alternative [to staying 
at home] is the current lying drugged up and abandoned in a hospital ward or lying in your own 
waste in a commercial elderly home.’  
 

Despite the preference for professional care, over half also preferred a spouse and about one-
third a child as a caregiver. Men, more often than women, wished to receive care from their 
spouse. This was an exception to our otherwise fairly gender neutral results. In addition to a 
bigger proportion of males, younger adults, people living in bigger households and people with 
a higher income wished for their spouse to be their caregiver.  
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The preferences and comments of respondents can be interpreted as part of the 
institutionalization and medicalization of end-of-life care: dying in hospitals and care homes 
in the care of health care professionals is familiar. This is accompanied by individualization 
and an emphasis on individuals’ independence: receiving care from family members is not an 
obvious preference (Elias 1985). 
 

Discussion 

 

Kastenbaum (1995) (cited in Cicirelli 2006, p.39) refers to the death system of each culture, 
meaning the people, places, objects, symbols and times that are related to death and dying. In 
the light of this study, the Finnish death system is strongly linked to health care professionals 
and formal institutions. There is a strong reliance on formal care, and death is hidden away in 
institutions such as hospitals and care homes. On the other hand, death-related issues are 
connected to the closest family members. People worry about and to some extent hope for care 
from their family members, but there is lack of discussion in families involving planning for 
end-of-life care and dying. Preparing for the end-of-life is viewed as an appropriate thing in 
itself, but in reality few make tangible preparations, despite their concerns related to death and 
end-of-life care. These results reflect Elias’ (1985) notion of ageing and dying being pushed 
behind the social scene and away from everyday life, with an absence of readily used 
expressions and practices that would help people deal with end-of-life issues. 
 

Changes in the political governance of end-of-life care are about to introduce change into the 
system for dealing with death in Finland. What kind of cultural change will they bring? Will 
they take into account the fears and concerns that people have towards dying and end-of-life 
care? Will they support people in vulnerable situations who have different concerns, poor health 
or financial struggles, all of which can make facing death harder, and who feel more need for 
support than the average person? 

 

The implications of our study are two-fold for care policy: First, the concerns that people have 
in relation to end-of-life suggest that there is a need for support in completing ACPs. People 
feel the need to plan but the lack of readily accessible practices to complete an ACP leads to 
the situation where for many people it is left undone. The suggestion that there should be 
increased ACP planning is supported by existing research which provides evidence for its 
usefulness. ACP planning increases the probability of making people’s end-of-life preferences 
known and respected (although this is not always possible), and the ACP has the potential to 
increase the well-being of people who engage with it (Hunt, Shlomo and Addington-Hall 

2014a).  

 

From the perspective of social and health care development, it should be noted that the support 
people have in their end-of-life planning comes, most frequently, from lawyers and financial 
planners (Simon, Porterfield and Raffin 2015; Malcomson and Bisbee 2009). However, people 
have other concerns in addition to financial ones, and for these it may be that social and health 
care professionals are the natural source of support. The development of Western societies has 
led to a situation where people face death relatively alone, and in places where they are unable 
to avoid the experience (Elias 1985). The need for support may continue to grow if the direction 
of social development continues as it is. In Finland, there are signs of change: for example, 
there is a growing interest in integrating ACP into older adults’ care services. 
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Our second suggestion relates to the fairly large consensus that home is the best place to live, 
to receive care and to die (see e.g. Sepperd, Wee and Strauss 2011; Jeppson-Grassman and 
Whitaker 2007). Our analysis suggests that there is a need to investigate more closely the risks 
of pushing this idea further. Even though many people want to spend their end-of-life at home, 
according to our study, this wish is not entirely evident. In some life situations, people clearly 
prefer institutional settings for their end-of-life care, while those people who do wish to stay at 
home as long as possible still have a strong need for and reliance on formal care. These results 
suggest that people’s preferences may differ significantly from political care guidelines that are 
increasingly stressing informal care (Heikkinen 2017). The risks of isolation, loneliness, 
insecurity and excessive pressure on families must be noted.  
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