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Abstract 
Andréasson, Frida (2021). Doing informal care: Identity, couplehood, social health 
and information and communication technologies in older people’s everyday lives, 
Linnaeus University Dissertations No 405/2021, ISBN: 978-91-89283-34-3 
(print), 978-91-89283-35-0 (pdf). 

The aim of the thesis has been a) to analyse how informal care influences 
the identity of carers and care recipients, their sense of couplehood and 
social health, and b) to explore the use of Information and Communication 
Technology (ICT) in the context of informal care and the everyday lives of 
older people. Study I focused on how older carers conceptualised their 
identity as carers on a Swedish online social forum, using a netnographic 
methodology. The findings indicated a change in self-perception as the carer 
role was acquired. Carers’ capacities were filtered through the needs of the 
care recipient, making their carer identities into invisible selves. The 
findings revealed that online communication had the potential to create a 
virtual space of social recognition. Study II aimed to reflect on carers’ 
experiences of participation in a co-design process consisting of user group 
sessions with carers and researchers. The goal was to develop a web-based 
support programme for carers. The findings emphasised a need to consider 
carers’ lifeworlds and to develop flexible human-centred design 
methodologies, that are able to balance carers’ needs and ideas with 
proposed research outcomes. Studies III and IV utilised an ethnographic 
methodology. In study III, the notion of couplehood in informal care was 
analysed. The findings showed that in the process of becoming a carer and 
a care recipient previous (often gendered) responsibilities were re-
negotiated and new practicalities emerged. Although these changes were 
understood as a natural part of family life, they nevertheless led to changes 
in the (power) balance between spouses, expressed in terms of a 
professionalised relationship and a sense of social isolation. ICT was used 
as a means to get a respite from caring and uphold a social connection with 
others. In study IV, the social implications and consequences of spousal 
informal care and carers and care recipients’ experiences of illness and the 
ill body was explored. The findings showed that the participants 
experienced barriers to living life as before. Thoughts about or the presence 
of ill and “leaking” bodies thus lead to “self-chosen” social isolation or 
social distancing by others. The thesis highlights that informal care needs to 
be understood as an identity forming practice, having a significant impact 
on involved parties’ sense of couplehood, their social health and that ICT 
can contribute to ease carers’ and care recipients’ daily life.  
 
Keywords: Informal care, carers, older people, carer identity, ill bodies, 
social health, couplehood, Information and Communication Technology 
(ICT), ethnography, co-design 
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We each must be open to learning about the other person´s perspective, 
since we cannot take the other person´s standpoint and imagine that 
perspective as our own. This implies that we have the moral humility to 
acknowledge that even though there may be much I can do to understand 
about the other person´s perspective through her communication to me 
and through the constructions we have made common between us, there 
is also always a reminder, much that I do not understand about the other 
person´s experiences and perspective. (Young, 1997, p. 355) 

 
 
 
 
 
 
 
 
 
 
 
 

To my family and to all carers and care  
recipients involved in informal care.  
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PREFACE 

For quite a few years ago I worked as a care manager in the municipality. In 
this role I would assess the needs of older people and people with disabilities, 
deciding what type of support and help should be provided. In this work I met 
many carers in different and often complex life situations. Not only did I start 
to reflect on carers’ need for support in their own situation, but also about how 
family life was affected when a significant other became ill. I particularly 
remember one woman whom I met and became acquainted with. She provided 
care and support for her husband who had a chronic condition and severe 
disabilities. She suffered both physically and psychologically because of her 
caring situation. She often called me on the phone, expressing frustration and 
stress about her situation, which sometimes felt too much to handle. On one 
occasion, she explained that recently she had not been able to get enough sleep 
and that she felt bound to her own home. On another occasion we talked about 
informal caring and she explained that she had sort of always been a carer. For 
example, before her current caring situation with her husband she had provided 
care for a sibling. It seemed that she had been caring for everybody else, instead 
of for herself, for a long time. When on the phone, I remember feeling frustrated, 
not being able to fully support her. One problem was that she wanted her 
husband to move to a nursing home and he wanted to live at home with her.  
 
While working at a research and development centre, some colleagues of mine 
- Lennart Magnusson, Elizabeth Hanson and Ritva Gough - applied for, and 
later received, funding from the government to form the Swedish Family Care 
Competence Centre (Nationellt kompetenscentrum anhöriga/Nka) in Kalmar, 
Sweden. This centre was opened in 2008 and five years later, in 2013 I began 
to work there. In the EU-project called INNOVAGE I became involved in a 
work package aiming to develop, test and disseminate a web platform for carers 
of older people in Europe. INNOVAGE was followed by another project 
involving technologies for older people and their carers, namely the VINNOVA 
funded project SAFE. My work at Nka and the two projects inspired me to apply 
for a position as a PhD student. The focus was a given. I wanted to do research 
on informal care and how it affects daily life, relationships and also on the 
possible ways in which different forms of support (such as the use of ICT-based 
support) could be of value to people like the carer (and her husband) who I met 
while still working as a care manager. 



 7 

1. INTRODUCTION  

It has been estimated that as much as 80 percent of all long-term care (LTC) in 
Europe is provided by informal carers, with about two thirds of the care 
provided by women (Zigante, 2018). Informal care is thus to be understood as 
a huge societal resource, which also involves between 10 to 25 per cent of the 
total population in different countries (depending on how informal care is 
defined and measured) (ibid). In addition, research shows that the need for 
informal care is ever increasing, largely due to ageing populations, fiscal 
constraints, changes in family patterns and the move to people-centred, 
integrated health and care systems (Jegermalm & Sundström, 2017; IACO, 
2018; Dahlberg et al., 2018; Eige, 2019; WHO, 2020a). Consequently, it is 
reasonable to argue that informal care is likely to become increasingly important 
in the future (Riedel, 2012; Ulmanen & Szebehely, 2015; SOU, 2019), as a 
cornerstone of LTC systems within a pan-European perspective. As suggested 
by Zigante (2018) this development has also been recognised in international 
policy circles as a key issue for future welfare policy including how best to 
support informal carers (see also Spasova et al., 2018). Sweden, in which this 
thesis is contextually situated, is no exception to this international trend. 
 
In Sweden at least 1.3 million individuals (out of the total Swedish population 
of just over 10 million) provide help, support and/or care for a relative or 
significant other on a regular basis (Nka, 2020). This is done despite the fact 
that the uttermost responsibility for care lies with the Swedish welfare state and 
the formal care systems. Looking at the older segments of the Swedish 
population it has been noted that as many as one in four people above the age 
of 65 are actually carers, in the sense that on a regular basis they provide 
practical help with activities of daily living, help with contacting authorities, 
personal care and more (NBHWS, 2012; Ulmanen, 2015). It is more common 
for people in the ages 65 and older to provide care and support to a spouse, and 
this type of care relationship (between spouses) is usually more intense (in 
amount of time) than for those who are providing care to, for example, a parent 
(NBHWS, 2014; Greenwood et al., 2019; Nka, 2020). Elder care in Sweden has 
also gone through significant changes in recent decades. First, the number of 
hospital beds has decreased and due to reforms in the Swedish care system the 
care of older people has largely been moved from hospital (inpatient) care to 
primary care (outpatient care) and municipal home care. This reorganisation 
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means that more specialised care is being conducted in people’s own homes 
(SOU, 2019:29, 2020:19). Second, it is also possible to talk about a process of 
a gradual dismantling of the care system in which care responsibilities are 
gradually being moved in the direction of the individual and families (thus from 
formal to informal care). In a study on the development of elder care policy in 
four Nordic countries, Szebehely and Meager (2018) used Sweden as an 
example to describe this development, and uses the term re-familisation of care. 
Although the responsibilities put on informal carers seem to be increasing it can 
also be noted that there will be a reduced availability of informal carers in LTC 
in the future, due to factors such as the increased participation of women in the 
labour market and increases in the retirement age (Spasova et al., 2018).  
 
Being or becoming a carer and care recipient may have a profound impact on 
the lives of both involved parties, how they look upon themselves and one 
another, their capabilities and their health. Research shows that providing care 
and support for a significant other, such as a husband or wife, can bear many 
positive meanings in the lives of carers and care recipients, such as spouses 
being able to live together, at home, for a longer time, even though one partner 
needs care. Such arrangements may result in feelings of emotional closeness 
and security (Peacock et al., 2010) and can serve to strengthen relationships and 
emotional bonds (Healey, 2012). At the same time, such arrangements may also 
impact negatively on the health of carers, their social life, the family’s finances 
and more (Erlingsson et al., 2012; Hiel et al., 2014; Kaschowitz & Brandt, 
2016). In fact, both in research and in policy work there is an increasing 
recognition that informal care may impact severely on the everyday lives of 
both involved parties as well as their relationship, and that it is important to 
recognise the needs and preferences for support of both care recipients and 
carers (European Commission, 2018). Not only are understandings couples 
have of their relationship affected by informal care, couples also use diverse 
strategies to maintain couplehood, that is a sense of “we”, rather than two 
separate “I” living under one roof (Kaplan, 2001). 
 
Increasingly, in response to the above-mentioned widely cited challenges of 
demographic ageing trends, financial constraints concerning LTC budgets and 
changes in care policies and practices, there are ongoing initiatives to support 
carers in their daily life. At both EU and national levels efforts have been made 
to find innovative and more sustainable, flexible and cost-effective ways to 
provide carers (and their families) with support. One such way is through the 



 9 

use of information and communication technologies (ICT) (Andersson et al., 
2017; European Commission, 2019). Indeed, Carretero et al. (2015) have 
reported on the potentially promising harnessing of ICT services to support 
informal carers. Research has, however, also highlighted the fact that potential 
users (carers and/or care recipients) are not always sufficiently involved in the 
development processes of different support services, which is why it is not 
always possible to determine whether the support facilitated actually meets the 
needs and preferences of their intended users (Vaportzis et al., 2017).  
 

Aims and rationale 
This thesis focuses on the doing of informal care. The aim of the thesis is a) to 
analyse how informal care influences the identity of carers and care recipients, 
their sense of couplehood and social health, and b) to explore the use of 
Information and Communication Technology (ICT) in the context of informal 
care and the everyday lives of older people. 
 
The thesis includes four interrelated papers/studies. Studies I and II focused on 
carers and their participation in an online forum and in co-designing a support 
programme for carers, focusing on online carer identities and lifeworld.  In both 
studies I and II participating carers asked if the care recipient could “join in” 
and use the support being developed. Inspired by these questions and ambitions 
of inclusion and that carers do not see their life situation and need of support in 
solitude separated from the care recipient, the idea of studies III and IV 
gradually developed, in which the dyadic relationship between carers and care 
recipients was given centre place - a less researched field of study. Study III 
focused on couplehood in informal care and the meaning of ICT in their 
everyday life, while study IV focused on the ill body and it´s implication on 
carer´s and care recipient´s social life and relationships.  
 
The aims of the four papers included were: 
 
Study I:  to describe how older carers conceptualise and understand their 

identity as carers on a Swedish online social forum.  
 

Study II:  to reflect on carers’ experiences of being involved in the 
development of a web-based support programme for carers of 
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people with heart failure and to discuss the challenges related to 
their involvement in the development process. 

  
Study III:  to analyse and explore the notion of couplehood and how family life 

is understood and negotiated by carers and care recipients in 
everyday life. 

 
Study IV:  to investigate how illness and thoughts about the ill body are 

negotiated and handled in the context of spousal informal care, and 
in what ways this impacts on the spouses’ social life. 

 
Research shows that many carers tend not to see themselves as carers, as they 
view the providing of care and support as a natural part of life, and perhaps a 
marital obligation (Gough et al., 2011; Lüdecke et al., 2018). Carers are 
therefore less prone to seek support in their own situation. Hence, given the vital 
role carers play in the support of older people living at home, it is essential that 
there are effective and responsive support services available to meet their needs 
and preferences for information, education and support. To date studies 
addressing the impact of informal care on different areas in the lives of carers 
tend to focus on one perspective at a time, either the carer or the care recipient. 
Although informal care is embedded within a relationship, it is often overlooked 
in carer literature (Larkin et al., 2018, p. 62). By addressing the aforementioned 
aims, I hope to contribute to narrowing this knowledge gap, and contribute with 
a deeper understanding about the complexities of informal care within old age. 
 

Informal care, carer and care recipient  
As regards terminology in this thesis I was inspired by Revenson et al., (2016) 
who define informal care by differentiating between caring and providing social 
support, and in so doing try to clarify whether the act of care is part of “the 
‘normal’ exchange of support”, or whether it is “above and beyond that which 
is typical within the particular relationship” (Revenson et al., 2016, p. 6). 
Although there are no clear lines of differentiation here, Revenson et al. 
nevertheless suggest that informal care is distinguished by the latter alternative. 
This means, more specifically, that the support is provided over a more extended 
period of time and on a more regular basis, that the support or care is usually 
more unidirectional than bidirectional, and that the provision of support is often 
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born out of necessity or a strong feeling of responsibility or obligation. This 
approach also places emphasis on informal care as an identity forming practice 
and on the relational dimensions of the people involved in informal care. In the 
thesis an informal carer is defined as a person who provides sustained, often 
unpaid care to a person (the care recipient) with a chronic illness, disability or 
any other long-lasting health or care need usually outside of a professional or 
formal framework (Eurocarers, 2020; see also Arber & Ginn, 1990). An 
informal carer might be a wife/husband, parent, other relative, a friend, a 
neighbour or another close person (NBHWS, 2014; Eurocarers, 2020). 
Focusing on informal caring, I will use the term informal carer and carer 
synonymously when referring to a person providing care. When I talk about the 
person that the informal carer provides care to, I will use the term care recipient. 
Although such terminology may be understood as having a certain direction, 
something that is given and received, to me these concepts are understood rather 
as heuristic tools. Help, support and care is not understood as something that 
has a certain given direction, but rather something relational. Therefore, taking 
a relational perspective (Kenny et al., 2020), being a carer and care recipient in 
the context of informal caring is mainly understood, and will be analysed, as 
something that is negotiated, produced and experienced relationally.  
 

A carer´s own story 
In this section I want to enable the reader to become acquainted with one of the 
participants who has generously shared her experiences of informal caring and 
the ways in which this has impacted upon her and her husband’s life situation 
and who has given permission for her story to be highlighted in this doctoral 
thesis. The case is about Lena who provides care and support for her husband 
Göran, and is based on diary-like text excerpts that Lena has sent to me as part 
of an ongoing conversation that we have been having for several years. In these 
discussions, Lena has been reflecting on her and Göran´s situation, their 
relationship, the meaning of informal caring, ageing and more. Lena´s 
experiences can therefore serve as an introduction to the complexities of 
informal caring as a lived experience, which is a central consideration in this 
thesis. Sharing Lena´s story is, however, not only done as a means of 
introducing themes of relevance to this thesis through a highly personal portrait 
of informal care from a relational perspective. This case is also intended to serve 
as a methodological stance that I want to take from start. In this thesis I have 
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used ethnographic tools when striving for an ethnographic voice and reflexivity 
(Hammersley & Atkinson, 2007; Davies, 2008). Through a variety of methods, 
the aim throughout has been to capture the everyday life of participating carers 
and care recipients through the building of relationships. The implications, 
limitations and possibilities that follow such an approach and the ethnographic 
voice and tradition will, however, be addressed and discussed in detail later.    
 
Lena is currently 75 years old and has been providing support and care for 
Göran during thirteen years. She describes the situation when her husband fell 
ill as a “big-bang”. Göran, who had just become a pensioner, had a stroke and 
instantly went from “being strong and capable, to small and helpless”. He had 
been a doer and someone who took care of things, but who was now in need of 
support and care. At this time, Lena was still working and was also a carer for 
her mother-in-law. Consequently, when Göran became ill she tried to balance 
her career with being a double carer. Needless to say, this was a demanding 
time, and when she retired it really did not feel like it to her. She had other work 
to do (as a carer), although this job did not allow holidays, lunch breaks or 
weekends off. In the middle of it all there was also sadness and thoughts about 
a life that had not turned out as planned.  
 
Due to Göran´s illness he needed quite a lot of support and care in the period 
that followed his stroke. Therfore, Lena and Göran soon decided to leave their 
house with a small garden and move into an apartment that was more suitable 
for Göran´s needs. But there were quite a lot of assistive devices and supporting 
equipment for Göran and Lena soon began to wonder if there would be any 
space left for her things and hobbies. Obviously, the situation was not only 
about adapting the apartment, but also adapting to a new situation and a new 
understanding of life and their relationship. Lena explains that as a spousal carer 
you get confronted by several new tasks that you have no solution for, such as 
how to deal with medicine and rehabilitation. Lena says that this also makes it 
difficult to decide were boundaries between different roles are to be drawn, are 
you a carer, home care staff, a “fixer” or a spouse?  
 
Lena explains that she has seen several couples in her age and in similar 
situations, getting “out of step with each other”, when one spouse becomes ill 
while the other one is healthy and active. Lena believes that in such situations 
it is of central importance that the social services and home care staff can give 
advice and guidance and not only focus on the impairment and practical help 
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needed. Lena´s experience is that thoughts about couplehood, love and 
relational intimacy often tend to be left out of the discussions. 
 
According to Lena, one of her main responsibilities as a spousal carer has been 
to operate as a coordinator between different care and service providers to make 
sure that Göran receives the help and support that he needs. Even just 
transportation to and between different places might, as Lena describes it, be a 
challenge that demands that you as a carer are on “on top of things and always 
have a plan B if something goes wrong”. Lena says; “To constantly feel that 
you have to have things under control might feel burdensome, but without 
planning, things easily get out of hand”.  
 
Although much of their everyday life tends to orbit around Göran´s illness, the 
couple have remained active by engaging in different interests and activities. 
However, in 2020 this was made impossible by the Covid-19 pandemic, when 
strong recommendations were given for older people (70+) to stay at home and 
avoid social contact (physical meetings). Living in a quarantine-like situation 
can create feelings of loneliness and strained relationships. Lena explains that 
you sometimes need to “do some things for yourself in order to have something 
to talk about”. She also explains that even before the pandemic, the couple’s 
situation in general and Göran´s illness in particular, brought loneliness and 
isolation. Social life with friends and family have thinned out. Lena is worried 
about this situation and the future and what it will mean if Göran becomes in 
need of increased support and care. Lena explains that “when your partner 
becomes ill it´s a balancing act to perform care to such an extent that your own 
health is not negatively affected”. 
 
This case has been written in close cooperation with Lena, who has given her 
permission for the text to be published in this thesis.  
 

Disposition 
Whereas this chapter has introduced some central themes of this thesis, its aims 
and a rather personal portrait of one informal carer and her experiences, in the 
next chapter I will explain the general background to the thesis, presenting 
central research. Then follows a chapter in which I contextualise the thesis by 
presenting the two externally funded projects which this thesis is part of as well 
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as the research environment in which it has been carried out. After that follows 
a chapter in which the analytical framework and concepts utilised are described. 
Here I discuss how informal care is to be understood as an identity forming 
practice and how I understand and conceptualise the doing of informal care and 
family life. Then follows a chapter on the research methods which has been used 
in the four studies included in the thesis, as well as the more general 
ethnographic approach that has been utilised. In this chapter I also discuss 
trustworthiness and ethical considerations. The following chapter describes the 
main findings of the thesis. These findings are then further highlighted in the 
Discussion chapter were the main aim of the thesis is addressed and discussed 
in relation to research in the field. Finally, the thesis ends with some concluding 
remarks and implications.  
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2. BACKGROUND 

In this chapter I present the general background to the thesis and how questions 
concerning informal care have been understood and researched. The literature 
referred to may not be regarded as a fully complete account of the survey of the 
field, but is rather intended to serve as a starting point on which this thesis and 
the four studies were based.  
 
This background has been divided into different sub-headings, through which 
researchers’ ways of approaching and studying informal care and caring have 
been thematised in relation to the results of the thesis, and studies I-IV. To 
situate the thesis, however, I will initially contextualise informal care in relation 
to the responsibilities that different welfare states have for the care of their 
citizens in general, and how informal care is viewed and enacted in Sweden in 
particular. After this, I will discuss how researchers have approached the dyadic 
relationship between carers and care recipients and informal care as an identity 
forming practice. Next follows a discussion on informal care and health, 
concerning not only care recipients but also the health of carers and how the 
relationship between informal care and health can be understood. As informal 
care may have a significant impact on people´s life situations, the chapter ends 
with a discussion on support systems available for carers in Sweden, and 
different ICT solutions, and how this has been approached by scholars.   
 

Informal care and the welfare state 
The responsibilities put on individuals and families, as well as the experiences 
of informal care, vary between countries, cultures and over time. In some 
countries it is, for example, more or less (understood as) mandatory and 
expected that children will take care of and even financially support their 
parents in old age and when in need of care. In other countries (like Sweden) 
families have no formal responsibility (except for parental and marital 
responsibilities) for the care of significant others, as this responsibility lies with 
the state (Sand, 2016). In some Western European countries, for example, the 
individual is seen as the minimum unit in society which means that informal 
care is optional. This may be contrasted with some South European countries 
where the family is seen as the minimum unit, which also produces formal 
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expectations on families to take care of their close relatives (e.g. spouses, 
parents) should they need care (EC, 2018).  
 
In order to understand the role and responsibilities for care put on individuals 
in relation to what can be expected to be covered by the welfare state in different 
countries, the work of the sociologist Gøsta Esping-Andersen (1990) can be 
used. Esping-Andersen constructed a typology or model often used when 
comparing different welfare regimes, which are differently organised in clusters 
of nations. The differences that can be found between such clusters of nations, 
formed by diverse political ambitions and perspectives, also have a significant 
impact upon how not only informal care is viewed, but also family life in general 
(parenthood, child care etc). Depending on the political landscape in different 
welfare states (and clusters of nations), different ways of implementing social 
policies for and in families can be found. Focusing mainly on Europe in his 
typology, Esping-Andersen distinguishes between three different welfare 
regimes with different political ambitions. The three welfare regimes identified 
are the social democratic Nordic welfare states, the conservative welfare state 
regimes and the liberal welfare regimes. As an example of a social democratic 
welfare state, Sweden (and the other Nordic countries) differs from other 
welfare regimes in two main ways. Firstly, it is characterised by having a 
universal welfare programme with one universal insurance system and a state 
that subsidies the care of children, older people and people in need of help and 
support for their daily life. There is thus no responsibility for the individual to 
take care of family members as this responsibility primarily falls on the welfare 
state and on the professional labour force. This does not, of course, mean that 
people do not nevertheless feel obliged or want to care for their close relatives, 
but only that there is an extensive and supportive welfare system present in 
international comparison.  
 
Secondly, another difference is the focus on the right to employment, which is 
related to the right to income protection (Jegermalm, 2008), which in turn can 
also be linked to comprehensive systems of parental leave and day care. As 
regards the second cluster of nations, we have the conservative welfare state 
regimes. Here, we also have an existing, developed welfare policy, although the 
(economic) support for families is not as extensive as in the Nordic countries. 
Germany, France and Belgium, for example, have less comprehensive family 
policies and it is therefore reasonable to argue that the potential burden of care 
may increase in such countries. Thirdly we have a cluster of liberal welfare state 
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regimes, including the U.K., New Zealand, Switzerland and the USA, where 
individual responsibility and reduced government spending have been used 
simultaneously to justify different constraints in social services.  
 
Although Esping-Andersen`s model has been criticised for neglecting and 
marginalising, for example, countries in eastern Europe (Pierson, 1998), and for 
not taking gender and the role of public services into account (Bambra, 2004; 
Esping-Andersen, 2009), I find the model useful as a tool for understanding the 
significance of the welfare state system in relation to informal care. This 
relationship is highlighted when discussing how informal carers view their 
caregiving in relation to professional carers (Study I). It is also actualised as a 
background to understanding the support (and funding) given to, for example, 
researchers, in efforts to co-design and develop support systems for informal 
carers (Study II). Further it is exemplified in the discussion on how or to what 
extent informal care can be understood as part of family life (Study III).  
 
The relationship between the welfare state and informal care has also been 
addressed thoroughly, in a variety of ways by scholars. Kaschowitz and Brandt 
(2016) examined the health effects of informal care across Europe. Using data 
from the Survey of Health, Ageing and Retirement (SHARE) and the English 
Longitudinal Study of Ageing (ELSA), this study showed that health 
consequences of caring varied between and in relation to different welfare 
regimes. Their results also highlighted that the connection between health and 
informal care varies among countries with similar types of welfare regimes.  
 
Twigg and Atkin’s (2002) classic work involved delineating four different 
“models or ideal types of the response of service agencies to carers” (p. 11). 
They were interested in the ways carers “fit” into the service system and how 
this system responds to carers. The relationship between the system and the 
individual (the lifeworld, Study II) is thus highly present in their work (see also 
Habermas, 1990). The four models outlined were: carers as resources, carers as 
co-workers, carers as co-clients and the superseded carer. By distinguishing 
between professional carers, different approaches and understandings of 
informal carers, Twigg (1989, p. 56) “draw out some of the tensions in policy 
that relate to informal care”, primarily related to the ambiguous position of 
informal carers in LTC systems. Carers as “co-workers” mean that the carers’ 
role is semi-professionalised and they are expected to work alongside 
professional carers in delivering care to the care recipients. They are part of the 
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core workforce but their own needs and preferences are commonly not taken 
into account. As regards “carers as resources” it is taken for granted that carers 
are willing and available to provide help, care and support. It is just assumed 
that they are willing to take on board the role as carer. In this way they are a 
valuable resource to professionals but the element of choice on the part of the 
carer is often lacking. Concerning “carers as co-clients”, carers are seen as 
clients who are burdened and stressed and carry risks to their health, although 
their status as clients is always secondary rather than full “co-clients” (see also 
Zigante, 2018). This is the classic model that we have tended to see in much of 
the carer research over the last couple of decades. Finally we have the 
“superseded carer” where formal care takes over the caring situation without 
really directly asking the carer for her/his thoughts in the matter. This may occur 
in a crisis situation when, for example, a decision is made to move a frail older 
person living at a home to a nursing home without consulting their closest 
family members. 
 
Partly in contrast, partly as a development of Twigg and Atkin´s ideal types, yet 
another scholar, Nolan and colleagues, (Nolan et al., 1996), can also be 
mentioned. They developed a partnership model which focused on the carer’s 
perspective and more specifically on carers as experts, rather than taking the 
perspectives of the care professionals. Carers are viewed as experts on their own 
caring situation and the care professionals try to help carers to become experts. 
Although approached in different ways therefore, what these studies initiate 
(among other things) is a discussion and problematisation of the relationship 
between, on the one hand informal care and, on the other hand, the welfare state 
and professionals representing the welfare state. Esping-Andersen’s model 
provides a broad or coarse picture for understanding different welfare states and 
what kinds of approaches to care can reasonably be produced within such, not 
the least in terms of formal care services and the ways in which they are 
organised, financed and performed in different countries and in relation to 
expectations on informal care. Esping-Andersen’s model has its shortcomings 
though, in terms of specificity, as his welfare state model does not explicitly 
focus on informal (or formal) care. Nevertheless, it can provide an initial basis 
for understanding how different welfare state models or professionals 
representing the welfare state may impact on the everyday life of those involved 
in care, in one way or another. Adding the work of Twigg and Atkin (2002) as 
well as Nolan et al. (1996) we can also see how other aspects of the relatedness 
between formal and informal care are manifested, as well our understanding of 
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the relationship between the individual and the welfare state. Furthermore, as a 
complement to this discussion, Kaschowitz and Brandt (2016) have suggested 
that it is possible to classify welfare states in terms of family-based and service-
based welfare states (rather than the typology of Esping-Andersen). They 
further explain that: 
 

The former are marked by the strong role of families in the supply of 
informal care and a comparably low level of professional services; in the 
latter the State assumes the care responsibility for each individual and 
professional support is offered quite extensively. (Kaschowitz & Brandt, 
2016, p. 74) 

 
There are surely some overlaps to be expected in the different approaches and 
studies mentioned here, as well as how care has been debated and analysed in 
relation to the individual, the family and the welfare state. This overlap is also 
addressed explicitly in Brandt et al. (2009). In their study on how national 
support patterns in Europe differ in relation to the separation of help and care 
on the one hand and the influences of cultural-contextual structures on the other 
hand. They show that in countries:  
 

with a well-developed service system, the family tends to give sporadic, 
practical help, while the State takes on the vital and time-consuming care. 
However, families tend to have to take on the care in the Mediterranean 
countries where the provision of institutional care is poor. A low level of 
state support for the family thus takes its toll on other family services, 
such as everyday help. (Brandt et al., 2009, p. 594) 

 
Following this, the focus here is not to try to distinguish the most suitable model 
for this thesis, but rather to put an emphasis on the relationship between 
informal care and the country context and welfare state in which it is performed. 
It is necessary to describe and take into account this relationship in order to 
understand the situation of informal carers and care recipients in Sweden. In the 
different papers of the thesis I have utilised slightly different perspectives and 
approaches to this discussion, although they share a joint understanding that it 
is necessary to look at the national context of informal care in order to 
understand it. This will be further developed below.  
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Care of older people in Sweden 
In recent decades elder care in Sweden have gone through significant changes. 
As previously mentioned, the number of people who are 65 or older has 
increased and it is estimated that the number of people over the age of 65 will 
double prior to 2060 (Statistics Sweden, 2015)1. Simultaneously the number of 
hospital beds and nursing homes has decreased relative to the health and social 
care needs of frail older people (Nomesco, 2017). It can also be noted that the 
number of people using home care has decreased due to, for example, a more 
restrictive needs assessment (Gunnarsson & Szebehely, 2017; NBHWS, 2020). 
These structural shifts in care can be understood as related to ongoing reforms 
in the Swedish health care system, as well as international developments. What 
we can see in Sweden is that from the early 2000s onwards the care has 
gradually moved from hospital (inpatient) care to primary care (outpatient care) 
and municipal home care. This reorganisation, in which the role of the (welfare) 
state and publicly financed services has been reduced, has, according to 
Ulmanen and Szebehely (2015), partly been offset by the purchase of services 
on the market, partly by an increase in family (read informal) care, which has 
been noted in all social groups in Sweden (Ibid, p. 91; see also SOU, 2019:29). 
The increasing provision of specialised care in people´s homes can, however, 
be understood in relation to a reform called “God och nära vård” (Good and 
close care). The purpose of this reform is to strengthen the position of patients 
and to promote integrity, autonomy and participation. The reform also 
exemplifies a shift of focus towards health promotion and prevention (in homes) 
away from illness and treatment (in hospitals). The goal of this reform is to 
create more accessible and equal care for all citizens (SOU, 2019:29; 2020:19), 
which on an international level can be understood in relation to the WHO health 
policy of “integrated people-centred health and care systems” (which is also 
largely about moving health care from specialist hospitals out to primary care 
and increasingly into the homes of patients and families). The impetus for this 
derives from the fact that many people around the world lack access to essential 
health care (WHO, 2016), and the framework for the WHO health policy is 
formulated via different strategies concerning, among other things, “engaging 
and empowering people and communities” and “coordinating services within 
and across sectors” (WHO, 2016). WHO declare that:    
                                                        
1 This development can also be seen in other countries. A growing ageing population is, in fact, one of 
the main challenges globally. For example, the number of people aged 65 or above relative to those 
aged 15-64 is increasing significantly in the EU. From 25% in 2010, it has risen to 29.6% in 2016 and 
is predicted to rise further and to eventually reach 51.2% in 2070 (The 2018 Ageing Report).   
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Integrated people-centred health services is an important new way to 
empower patients, fight health system fragmentation and foster greater 
coordination and collaboration with organizations and providers across 
care settings, to deliver health services that are aligned with the needs of 
people. (WHO, 2020a) 

 
The reorganisation of the care system is seen as a more cost-effective way of 
managing health care budgets (SOU, 2019:29). The move to care at home (and 
increased self-care), is however placing increased responsibilities on citizens 
and families to help care for sick/disabled/frail relatives. It will most likely lead 
to more family members providing care and those that already do so will do 
more (Nka, 2020-08-31). Following this, Szebehely and Meagher (2018) 
researched the development of eldercare policy in Denmark, Finland, Norway 
and Sweden. In their study they use six dimensions of universalism to analyse 
whether and how eldercare has been universalised or de-universalised (for 
example, in terms of health care and welfare) in each country, and the possible 
consequences that each country may face in relation to how eldercare has 
changed over time. Their results show that all the four countries studied have 
de-universalised but more so in Sweden and Finland. One consequence of this 
development is, not surprisingly, an increase in informal care, a process 
described as re-familisation (see also Johansson & Schön, 2017).     
 
To secure and support carers, different policies and regulations directed towards 
informal care have been developed, aiming to create a fruitful ground for 
informal care as a sustainable complement to formal care and to meet the 
(unintended) consequences that have followed in the wake of processes of re-
familisation of care (Szebehely & Meagher, 2018). Changes in the Social 
Services Act in 2009 made it obligatory for the first time for municipalities to 
offer support to carers of older and disabled people and people with long-term 
illnesses (NBHWS, 2016). Furthermore, according to the Swedish National 
Audit Office’s earlier audit (SNAO, 2014), (the SNAO constituting the only 
body that can audit all state finances and is part of parliamentary control), the 
municipal support to carers has improved, although the audit also suggested that 
there was much that could and needs to be further developed. Among other 
things, the audit showed that carers’ needs for support are largely centred on the 
care recipient getting good quality public care and carers themselves have 
individualised and flexible forms of support (SNAO, 2014, p.84). The Swedish 
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National Audit Office (SNAO) considered that the state had not provided 
sufficiently good conditions for a municipal carer support to be in line with the 
intentions. SNAO (2014) stated that good quality public care is a pre-requisite 
for informal care to continue being voluntary. More concretely, the audit 
showed that the organisation of care contributes to an increased burden for 
informal carers, that professionals are often lacking in their approach to carers 
and that carers need better information about their entitlements to support.  
 
Research has also suggested that carers’ need for support varies, and can stretch 
from basic information and education on health issues, symptoms and medical 
conditions, to more comprehensive support including emotional and practical 
support (Magnusson, 2005). To say the least, carers providing voluntary support 
is thus a highly complex matter which not only affects families but also the 
amount of work that municipalities may be expected to perform (Takter, 2017).  
Although informal care is to be understood as a complement to public health 
and care, formally based on voluntariness, deciding to take on such a 
responsibility is seldom easy in practice (see Vingare, 2019). Informal care and 
family practices are closely tied to moral and marital obligations (Monin et al., 
2017; Gallagher & Rickenbach, 2020). Therefore, it is not surprising that 
informal care, mandatory or not, can have a significant impact on the health and 
wellbeing not only of care recipient but also of carers. In fact, over the years, 
studies have repeatedly underscored “the crucial role of the family as caregivers 
of needy family members” (Johansson & Schön, 2017). Research also suggests 
that the autonomy and integrity of carers does not always fit into the municipal 
needs assessment as the focus is mainly on the care recipient’s needs. This 
means, for example, that the voluntariness of carers lies in their “choice” to 
abstain from providing personal care which requires that the care recipient 
agrees to receiving formal support from professional carers. These indirect 
support services are not documented as support to carers but as support to the 
care recipient, which means they cannot be applied for by carers themselves 
(Takter, 2017). Health and care professionals can be seen as representatives of 
the welfare state, and how they view carers and their role is of relevance as it 
impacts on the support carers are offered and provided. Twigg and Atkin (2002) 
stated that caring takes place in a relationship and that the care recipient is as 
important as the carer and that they “after all, are the reason why the caring 
exists, and it is the presence of their difficulties that transforms a family or social 
relationship into a caring one” (p. 9).  
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Carer identities, social relationships and gender  
Informal caring often involves a sense of perceived responsibility that never 
rests (Jarling et al., 2019) and cannot be turned on or off. As such informal care 
may change how one looks upon oneself (identity) as well as the relationship 
between the people involved (Revenson et al., 2016; Andréasson et al., 2017). 
As regards identity, one important factor when it comes to research about carers 
and carer support is that research in the area points out that carers do not always 
recognise (identify) themselves as carers. This has two implications. First, 
informal caring is seen as part of the relationship in which it is carried out. 
Second, and as a consequence, carers who do not identify themselves as carers 
have been shown to be less inclined to utilise existing help and support until a 
real crisis occurs (Montgomery & Koslosky, 2009; Eifert et al., 2015). In this 
section I will focus on the first implication mentioned and return to the second 
later in the chapter. 
 
In their literature review of carer identity and carer development Eifert et al. 
(2015) stated that the “concept of caregiver began as an operational term” but 
that it is now viewed “as a distinct identity with serious implications for those 
who perform the tasks but do not accept the role” (Eifert et al., 2015, p. 358). 
On a system level, it is possible to define carers and caring based on, for 
example, amount of time spent on caring as above, but on an individual level it 
is not certain that these definitions will be of relevance or accepted. Some carers 
can spend hours providing support or care for a significant other and still not 
see themselves as carers, while others may provide support now and then and 
yet see themselves as carers (Nolan et al., 2003). In this thesis I have tried to 
take both these perspectives into account and also consider carers’ subjective 
definitions and understandings of informal caring. More importantly I have 
focused not so much on informal care in terms of something directional 
(somethings that is given and received) but rather on the relational aspects of 
informal care and how this affects involved parties, how they view themselves 
and their relationship. 
 
Although it is clear that researchers, when examining informal care from 
different perspectives and theoretical standpoints, have tended to focus on either 
the carer or the care recipient in their analysis, there are studies that have 
focused on the relational aspects of informal care and on the dyadic 
relationships that develop through informal care (Kaplan, 2001; Hellström et 
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al., 2007; Stockwell-Smith et al., 2018). Kaplan (2001), for example, discussed 
the extent to which spouses feel that there is still a we in their relationship or if 
this has evolved into a sense of I due to caring practices. Through interviews 
with spousal dementia carers, Kaplan used her data not only to create a typology 
of experiences concerning how couplehood was understood and experienced to 
a varied degree, but also, in doing so, pinpointing how social relationships 
impact upon (or relate to) individuals’ identity formations (see also Olson, 2015; 
Dragojlovic & Broom, 2018). This is also touched upon in Lüdecke et al. (2018) 
who looked at the factors that predict the outcomes of family care of older 
people. This study puts a particular focus on the role and significance of the 
relationship between the care recipient and the carer. This study suggests that if 
the care was provided by a spouse, after one year the care recipient was less 
likely to be cared for by another person or to be in residential care. These results 
are interpreted as an example of how informal caring for a spouse is often 
perceived as a marital duty (see also Monin et al., 2017; Gallagher & 
Rickenbach, 2019). In relation to this, research also shows that carers’ situations 
differ depending on, for example, how the carer experiences the quality of the 
relationship with the recipient (Hooker et al., 2015) and whether or not the carer 
is co-habiting with the care recipient (Litwin, et al., 2014; Eurocarers, 2018).  
 
From a relational perspective informal care certainly needs to be discussed in 
relation to gender and different gender configurations. In fact, the need to 
incorporate the dyadic relationship between carers and care recipients and the 
gendered dimensions of informal care has been articulated in numerous studies 
(see for example Penning & Wu, 2016; Sharma et al., 2016). Care, particular in 
family life, has often come to be associated with women and femininity (Levtov 
et al., 2015). It has been argued that women continue to assume responsibility 
for and carry out most caregiving, which negatively impacts on female labour 
market participation. Data also show that women are far more likely to reduce 
their working hours or leave employment to provide care than men (Spasova et 
al., 2018). At the same time, it may be noted that men are increasingly becoming 
carers who provide support to their significant other, in Sweden and other 
countries (Kramer et al., 2002; Milligan & Morbey, 2016; Wallroth, 2016; Nka, 
2020) even if the majority of carers are still women (Colombo et al., 2011; 
Zigante, 2018) and often spouses and daughters between the ages of 45-75 years 
(Eurocarers, 2018). There are also changes in the gendered landscape occurring 
at older age, which has been debated in terms of equity and of men and women 
taking similar amounts of responsibilities in informal care in old age (Hoffman 
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& Rodrigues, 2010; Milligan & Morbey, 2016; Sundström et al., 2018; Bertogg 
& Strauss, 2020).  
 
Research shows that women are more negatively affected by their caring 
situation than men (Mc Donnell & Ryan, 2013; SNAO, 2014; NBHWS, 2014; 
Ulmanen, 2015; Nka, 2020), even if there are studies reporting on the negative 
effects on men (Kirsi et al., 2000).  In her thesis “Men do care!” Wallroth (2016, 
p. 1) states that the “literature on family caregiving, as well as the theoretical 
debate on the concept of care, has focused almost exclusively on women”. This 
focus has meant that although gender analysis is not uncommon in the literature 
in question, gender tends to focus on women and womanhood (ibid) and that 
there is a gender bias in the literature on informal care. As suggested by 
Gunnarsson and Szebehely (2017) it is surprisingly seldom that research results 
manage to capture more comprehensive and articulated understandings of the 
relationship between gender and care, as well as its implications from different 
viewpoints. In an effort to meet this knowledge gap their anthology offers a 
collection of chapters in which care is debated in relation to, for example, 
gender and gender equity, power and ageing (see also Ulmanen, 2015).  
 

Informal care and the health of carers 
As informal care may impact severely on the daily life of carers and care 
recipients it is not surprising that questions concerning health have been 
prominent in research. The majority of the early studies also tended to focus 
almost exclusively on the burden and stress related to informal care as well as 
its consequences as previously highlighted above with regards to the description 
of the “co-client” typology off Twigg and Atkin (2002). The classical Zarit 
Burden Interview, which is a carer self-report measure, has been used by diverse 
ageing agencies in different countries and contexts for decades (Zarit et al., 
1980; see also Hérbert et al., 2000; Lai, 2007). Originally the Zarit Burden 
Interview consisted of a 29-items questionnaire (Zarit et al., 1980), but has since 
been revised in different ways, being both extended and presented in shorter 
forms. No matter which version is used in different studies, the items in the 
questionnaire are basically formed as a statement, where carers are asked to 
endorse on a 5-point scale with response options ranging from 0 (Never) to 4 
(Nearly Always) when measuring and mapping carer burden and stress.   
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Following this, researchers have continued to pay an interest in the (potential) 
negative health effects related to informal care. In particular, as carers’ 
responsibilities tend to increase in intensity, studies have also shown that there 
is a corresponding negative impact on carers’ mental and physical health 
(Sörensen et al., 2002; NBHWS, 2012; Austrom et al., 2015). Verbakel (2014) 
examined to what extent informal caring is negatively related to well-being. 
Their findings show that carers have lower levels of well-being than non-carers, 
although this relationship varies from country to country. Hiel et al. (2014) 
showed in their longitudinal study, based on the Survey of Health, Ageing and 
Retirement in Europe (SHARE) that providing informal personal care was 
significantly associated with poor mental health and poor physical health over 
a follow-up period of eight years. There are also differences between groups of 
carers and their health status. Carers affected the most are those who provide 
extensive care and carers combining paid work and informal care (Carmichael 
& Ercolani, 2014). Carers of people with dementia are also often severly 
affected by their caring situation, having higher levels of depression compared 
to other groups of carers and non carers (Abdullelah et al., 2018). De Jong 
Gierveld and Van Groenou (2016, p. 68) have concluded in their study on the 
relationship between informal care and health and illness that “older couples 
where one or both of the spouses suffer from health problems have increased 
risk for social and emotional loneliness” (see also Keating & Eales, 2017; 
Monin et al., 2017; Greenwood et al., 2019).  
 
As regards feelings of loneliness and social isolation, in their study on informal 
carers aged 50+ in Europe, Wagner and Brandt (2015) found that carers 
experienced more loneliness than non-carers due to reduced social 
opportunities. They also found that when carers felt burdened by their caring 
responsibilities, feelings of loneliness were more likely to be experienced (see 
also Greenwood et al., 2018, 2019). Further emphasising the link between 
mental and physical health, (and the relevance of a perspective in which 
questions on social health is included) researchers have concluded that 
loneliness corresponds to increased risk of depression, the development of 
coronary heart disease and stroke and so forth (Valtorta et al., 2016). Further, 
the question of the health of carers has other social dimensions. For example, 
Erlingsson et al. (2012) showed that the health of carers is affected by the carers’ 
views of their caring situation and often deeply-seated beliefs about caring, the 
availability of appropriate support, and carers’ experiences of mutuality in 
relation to family members and professionals.  
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Although scholars have shown that there is a significant negative health effect 
associated with informal care (NBHWS, 2012; Erlingsson et al., 2012), the 
focus in research has however gradually started to shift. It is possible to see how 
aspects of satisfaction and resilience and a more salutogenic approach to the 
research have gained ground. This approach was developed or initiated by, 
among others, Havighurst (1961) who can be seen as an early, perhaps one of 
the first, gerontologists to discuss the positive aspects in ageing, informal care 
and health, using the concept of “adding life to the years”: an approach that has 
also influenced developments within health promotion for the increasing 
number of older adults and the development of policies in recent decades 
(Wennerberg 2017, p. 26; See also Thille & Wramner, 2000).  
 
As regards positive outcomes of informal care, the usual position in the 
literature is that it can contribute to spouses feeling closeness to one another, to 
shared interests and to the care provided being appreciated by both the carer and 
care recipient. Hellström et al. (2007) explored different strategies that spouses 
developed in the context of informal care in order to live positively with a 
partner with dementia. This study showed how the participants made great 
efforts to maintain closeness and a sense of mutuality in their relationships 
which created a “nurturative relational context” that had positive outcomes for 
well-being. Related to this, Wennerberg (2017) concludes that the increasing 
number of informal carers that is expected in most societies makes their 
willingness to care and their health (being able to care) essential. However, as 
described above, how this may be achieved has, been debated. Whereas some 
researchers have focused on identifying and to some extent eliminating negative 
health aspects, the promotion of health is less researched. In her theoretically 
informed and mainly qualitative study Wennerberg (2017) aimed to derive 
congruent knowledge concerning resistance resources and deficits among 
informal carers and to analyse how such knowledge could be used to promote 
health (p. 29). The results showed that informal care resources and deficits could 
be thematised, consisting of individualised, generalised, circumstantial or 
contextual characteristics that related to the “tension management” of the carers. 
Utilising a salutogenic perspective this tension management is discussed using 
terms such as empowering, enabling and facilitating (resources) to meet desired 
outcomes. This study can serve as an illustrative example of how researchers 
have gradually moved towards health (promotion) and resilience and away from 
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ill health and risk in their analysis of informal care and health, especially in later 
life (see also Jones et al., 2011).  
 

Support for carers   
Due to the challenges that come with informal caring in terms of increased 
responsibilities and risks of negative health effects, many carers are themselves 
in need of support in their own life situation. Since changes in the Swedish 
Social Services Act were implemented in 2009, as previously mentioned, 
municipalities in Sweden are obliged by law to offer support to carers 
(NBHWS, 2016). The changes that were made basically meant that the 
responsibility of municipalities to offer support to carers was altered from where 
they should offer support to where they must offer support, and that in an 
individualised, flexible and qualitative way (Ds, 2008:18). Whether and to what 
extent these ambitions have been met has of course been discussed (see SNAO, 
2014). However, it is possible to conclude that this shift in policy also 
influenced the ways in which support systems in Sweden has developed over 
time. In this section I will initially give a brief overview of existing carer support 
and then focus on the specificity of ICT- based support and the impact of co-
designing when creating individualised and flexible support which is of 
particular relevance for this thesis. 
 
As regards available support for carers, this is usually described as either direct 
or indirect in a Swedish context (NBHWS, 2016). Direct carer support means 
that carers can apply for support via needs assessment. Examples of direct 
support include different types of education about the care recipient’s illness 
and or disability, practical help at home and counselling. Indirect support 
consists of help and support services targeted at the care recipient, although 
these are also intended to make life easier for the carer. One example of indirect 
support is different kinds of respite services. Support to carers can also be 
provided through more general services which are offered by the municipalities 
to all citizens or different target groups, such as individual counselling or group 
counselling and information about different illnesses and conditions (NBHWS, 
2016; See also Magnusson et al., 2015).     
 
A great amount of support targeted at carers is provided by carer advocates in 
the municipalities. Before 1999 there were very few carer advocates employed 
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in the municipalities but today, following the change in legislation, there are 
carer advocates in the majority of Swedish municipalities (Winqvist, 2014). 
Besides providing direct support to carers they are often also responsible for the 
coordination and development of carer support in the municipalities (Winquist, 
2014).  
 

Information and Communication Technology (ICT)-based support 
ICT is an umbrella term for technical means to handle information and 
communication through for example telephone, broadcast media, and audio and 
video transmission (European-agency.org, 2020). ICT-based services can also 
be defined as a “service that addresses one or more carers’ (i.e. informal carers 
or privately paid assistants) and/or care recipients’ needs through technological 
devices that allow any kind of telecommunication (among the users and/or 
between users and care providers or professionals), integrated or not in a wider 
intervention programme (which can include other non-telecommunication 
services)” (Barbabella et al., 2011 p. 6). Both nationally and internationally it 
has been suggested that ICT-based services are a promising way to support 
carers. On an international level, the “Digital agenda for Europe” is described 
as one of four most relevant initiatives for public health. It focuses on 
developing and using digital applications and the aim is to improve, for 
example, the quality of care and to foster independent living among people who 
are ill and disabled (European Commission, 2018). Suggested benefits from 
technology are also highlighted and envisioned on a national level.  
 
The Swedish government maintains that new and emerging technology is one 
(beneficial) way to meet the increased needs of an ageing population (SKL, 
2017) and concludes that digitalisation of care can contribute to increased 
quality and freeing up of time for professional carers (Socialdepartementet, 
2017; SOU, 2019:29). In the report “Vision e-hälsa 2025” (Vision e-health 
2025) the potential to increase the involvement of informal carers in care via 
welfare technology is also highlighted (SKL, 2016; see also Lee, 2015). Added 
to this, in the national reform “God och nära vård” (Good and close care) where 
the intension is to move care closer to and into people’s homes, digitalisation is 
highlighted as an important means for the realisation of the reform. Among 
other things, it is stated that technology can contribute with increased inclusion 
of patients, more appropriate and effective working methods and that it can also 
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work as a tool for connecting the different parts of the care system (SOU, 
2020:19).  
 
Following governmental and structural support it is not surprising that different 
projects have been engaged in the development of different ICT-based support 
services. One such is the Swedish ICT-based service ACTION (Assisting 
Carers using Telematics Interventions to meet Older people’s Needs) (1996-
2010) (Magnusson et al., 2002; Magnusson & Hanson, 2012), which Carretero 
et al. (2015) described, in a report on technology enabled services for older 
people, as one of four examples of good practice in the area. The ACTION 
service included the provision of an integrated videophone used for 
communicating with other ACTION families and dedicated (trained) ACTION 
staff working in an online call centre in the municipality. Evaluation results 
highlighted the positive impact of the ACTION service on reducing social 
isolation (via the development and maintenance of informal support networks), 
and strengthening spousal caring relationships (see e.g. Magnusson et al., 2002; 
Magnusson et al., 2005; Magnusson & Hanson, 2005; Chi et al., 2014).  
 
Similar results have been shown in other studies. Focusing on online social 
interaction and internet-based support for carers Boyd et al. (2014) have 
concluded that social media has the potential to reduce the effects of social 
isolation. In relation to this, studies also show that social engagement tends to 
decrease with age and that internet broadens the opportunities for ageing/aged 
carers to provide support and information to one another (Perkins & Lamartin, 
2012; Boots et al., 2014). In addition, interventions offered via e-health services 
likely exhibit a lower threshold of access for participation as they enable carers 
to access help and support in the privacy of their own home without having to 
leave the care recipient alone at home (Boots et al., 2014).  
 
Although researchers have suggested that technology-based interventions and 
carer support groups offer potential opportunities to counter negative health 
effects among carers (outlined previously), evidence on the effectiveness of 
psychosocial support interventions that help carers to manage in their daily life 
are scarce. Furthermore, RCT studies that explore dyadic psychosocial support 
interventions have not shown a uniform view on the effectiveness for improving 
carer outcomes (Ågren et al., 2012; Löfvenmark et al., 2012; Dunbar et al., 
2013; Liljeroos et al., 2015). In fact, despite the overall enthusiasm and potential 
benefits it has been suggested that ICT based support services nevertheless tend 
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to exclude vulnerable groups, such as people with lower socioeconomic status, 
minority ethnic groups, people with poorer health and the oldest older people 
(Cashen et al., 2004; Kontos et al., 2012; Maskeliunas et al., 2017; Swedish 
Internet Foundation, 2018). In an exergame intervention study involving 
patients, Poli et al. (2020) investigated the predictors of participation and 
nonparticipation in relation to study requirements and the choice of individuals 
whether to participate or not. They found that more severe heart failure 
symptoms and higher age predicted non-recruitment of participants. In relation 
to this, research shows that including potential users in the design process of 
ICT-based solutions increases the use of and satisfaction with the products and 
services (Magnusson, 2005; Steen, 2011).  
 

The impact of co-design  
In order to develop effective and usable (ICT-based) carer support services, 
scholars have long argued on the necessity of including users (carers) in the 
process (Steen 2011; Alhassan, 2020). In essence, involving users in research 
and development goes all the way back to the 1970´s (Sanders & Stappers, 
2008), although it is possible to find even earlier examples. In their research 
about how to understand user involvement in research on ageing and health, 
Iwarsson et al. (2019, p. 7) stated that this is “a field of tension and paradox”, 
which is insufficiently studied. Although user involvement brings many 
challenges, Iwarsson et al. (2019) also highlight that it has a value from a 
democratic perspective in terms of empowering citizens (participants) and 
enabling more customised welfare systems (cf. Esping-Andersen, 1990).  
 
Historically, approaches and efforts to involve users in development processes 
have been conceptualised and debated in somewhat different ways (Steen, 2008; 
2011). One increasingly frequent choice of word for describing processes of 
user involvement is co-design. Basically, in co-design different experts 
(including users), with different skills and backgrounds, work together in the 
design process of, for example, an ICT-based support (Sanders & Stappers, 
2008), which can lead to the development of ICT-solutions that meet certain 
needs and goals (Steen, 2011). Research shows that co-design can contribute to 
bridging the gap between technology and context (Groeneveld, et al., 2013), but 
at the same time studies have also highlighted the challenges when using co-
design in, for example, a health care setting regarding the ways in which co-
designs “can and do mobilize and affect power relations amongst participants” 
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(see e.g. Donetto, et al., 2015). Research on how carers understand their 
involvement in research and development work is also scarce (Eurocarers, 
2015). However, Malm et al. (2019) explored this by means of an interview 
study. They found several emotional, relational and practical challenges 
regarding carer involvement and stated that it is of importance to consider the 
views of carers themselves about challenges and obstacles to involvement. 
Based on the data, they outlined a tentative framework (CRAC – sense of 
Community, feelings of Reciprocity, a sense of Advocacy and reflecting on 
Circumstantiality) that could serve as a guide to a more “authentic carer 
engagement in polices, practice and research” (Malm et al., 2019, p. 639). 
  
Although different methods for involving service users in the design of services 
and support, with the aim of increasing effectiveness and satisfaction, have been 
widely recognised, such approaches have also been questioned or problematised 
(Gheduzzi et al., 2020). For example, researchers have started to investigate 
“the dark side” of public engagement in design processes and in the production 
of certain services (Oliver et al., 2019). Cepiku and Giordano (2014) highlight 
the eventual negative effects regarding, for example, equity issues “with co-
production being accessible only to specific social groups, thus worsening the 
gap between advantaged and disadvantaged social classes” (Cepiku & 
Giordano, 2014, p. 323). Although recent critique certainly has a bearing and 
relevance, largely the scholarly debate has focused on diverse and numerous 
benefits with user involvement. 
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3. CONTEXTUALISING THE THESIS 

This thesis was conducted within two major externally funded projects; the EU 
project INNOVAGE and the ICT4SelfCare research programme. The thesis has 
its background in these two projects and has partly gathered data material within 
the frames of the projects, although data presented in the thesis also extends 
beyond the scope of these projects. A brief description of the research projects 
is given below, however, to help set the context for my doctoral studies and to 
facilitate greater understanding of my thesis as a whole. Following this I will 
also comment on the health science research environment which I have been 
part of during my years as a doctoral student, and how health have been 
approached conceptually in the thesis.  
 

The INNOVAGE project  
Study I was based on the research conducted within the INNOVAGE-project 
(Walker et al., 2017). INNOVAGE (Social Innovations Promoting Active and 
Healthy Ageing) was dedicated to developing, testing, surveying and 
cataloguing social innovations intended to have an impact on the quality of life 
and well-being of older people and their informal carers.2 Work package three 
within the Innovage project, aimed at researching, developing and testing a web 
platform for informal carers across 27 EU Member States (27 countries because 
Croatia was not formally a member of EU at the commencement of the project). 
The work was led by the Italian Aging Centre (INRCA) in Italy in collaboration 
with the NGO Eurocarers and The Swedish Family Care Competence Centre 
(Nka/Lnu) who led the Swedish arm of the study (Hanson & Magnusson).  
 
The web-based platform (InformCare) which was developed consists of two 
areas. One is an information area describing, for example, the most common 
illnesses and disabilities affecting older people and different types of support 
offered by the municipalities both to the carer and the care recipient. The other 
area consists of different types of interactive services, namely, a social forum, 
a social network, chat, video chat and private messages. In the interactive 
                                                        
2 The aim of the project was to contribute to the EU goal of extending healthy life years, through the 
development and implementation of four social innovations. One of these social innovations is Work 
Package 3 (WP3) aimed at developing, testing and implementing dedicated web-based services, to be 
available in 27 EU member states.  



 34 

services area, the participant carers could discuss subjects relevant to their life 
situation, ask other carers questions and seek support in everyday life issues. 
The services provided the opportunity for carers to meet others in a similar 
situation to their own and to share experiences and advice with each other 
concerning their situation (cf. Barbabella et al., 2016).  
 
As a research assistant in the Swedish arm of the project, I was involved in all 
the phases of developing, pilot testing, moderating, researching and 
disseminating the Swedish web platform. More specifically, I was involved in 
developing, compiling and subsequently uploading national information 
content and translating and culturally adapting common content for the Swedish 
part of the platform. Further, I took part in the process of revising content and 
deciding which interactive services to provide, based on consultations with 
Swedish carers.  
 
The pilot testing, which took part in Italy, Germany and Sweden, lasted for 
approximately four months in the Spring and Summer of 2014. During the pilot 
phase in Sweden, I operated as moderator for the different services. This 
included providing emotional and advisory support as well as providing 
information and news in the area of informal care. Participant carers in Sweden 
could also turn to me for technical support when needed. In my role as a 
moderator I tried, in different ways, to stimulate their use of the web platform. 
As a strategy I sent out e-mails on a regular basis to remind them and to invite 
them to use the web platform and I led chat meetings every Wednesday evening 
for those who were interested. As the social forum was of special focus in the 
Swedish pilot study, I published fortnightly writing exercises (expressive or 
emotional writing exercises) which carers could take part in and share with each 
other if they wanted to and which I gave feedback on (Baikie & Wilhelm, 2005; 
Mackenzie et al., 2008).  
 

The ICT4SelfCare research programme   
Studies II, III and IV were conducted within the context of the ICT4SelfCare 
research programme. ICT4SelfCare focuses on ICT to support self-care in 
chronic illness with the purpose of building evidence-based knowledge and 
practice about innovative person-centred ICT tools for support for older people 
and their carers. This collaborative, multidisciplinary project, is led by 
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Linköping University (Professor Anna Strömberg) in collaboration with other 
Swedish universities, including Linnaeus University (Professor Elizabeth 
Hanson, Associate Professor Lennart Magnusson and Senior Lecturer, Jan 
Aidemark). I was involved in one of the four main projects in the programme, 
namely the development and research of a web-based support programme 
targeted at carers of people with Heart Failure which will, (at least during the 
period of the RCT intervention), be hosted in the “Support and treatment” 
section of the Swedish national online e-health citizens information programme 
called 1177. The main aim of the support programme is to support carers in 
developing an awareness about their situation as carers and the availability of 
support. It further aims to enable those carers who wish to do so to continue to 
support their close relative and to maintain their health and well-being.  
 
The project consists of two phases. Phase one consisted of development and 
testing of the support programme followed by phase two, which will be a 
Randomised Controlled Trial (RCT). My study II (co-design study) was 
conducted as a first step in the development phase. Building on this knowledge, 
the research team worked further with the development of the support 
programme. Hence the co-design process with carers has continued (beyond this 
thesis work) with carers reviewing the support programme and its content on 
three more occasions. When the support programme is finalised, the RCT study 
will be carried out in which carers of people with heart failure will be randomly 
allocated to the web-based support programme and standard support services 
(control group). (Preliminary start time-frame is January 2021).  
 
Together with a doctoral colleague, Hanna Allemann at Linköping University, 
I have functioned as a project leader for the development of the support 
programme. The support programme consists of modules with different foci 
such as “Being a carer” and “Changed relationships” and contains written 
information, videos, lectures, relevant links and carer’s stories. Different 
experts including carers, researchers, a physician within palliative care,  a priest, 
and a carer advocate have worked together to develop the content. A carer’s 
own action plan based on the earlier participatory research work of Elizabeth 
Hanson and Lennart Magnusson (Hanson et al., 2006) will be the end product 
of the programme.  
 
Based on my experiences and findings in Study I, about carers feeling invisible 
in relation to the care recipient and professionals, and Study II which 
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highlighted how carers tried to balance their participation in the project with 
their caring activities and family life, I wanted to adopt a more relational 
perspective in my research. Focusing on the relationship between carers and 
their spouses, Study III was outlined. As this ethnographic study resulted in 
such a rich empirical material, showing different aspects of how the family lives 
and relationships of carers and care recipients are affected and renegotiated in 
relation to illness and the caring situation, it became possible to make further 
use of the empirical material which is presented in Study IV.  
 

Health Science and defining (social) health  
Adding to the above described projects, this thesis was conducted in a Health 
Science research milieu. This milieu was primarily situated at two locations. 
First, we have “my” department of health science at Linnaeus University. 
Through seminars and courses questions concerning health were discussed and 
debated. Second, I have been affiliated to the National Graduate School on 
Ageing and Health (SWEAH), in which courses, PhD-days and conferences 
contributed to my schooling in ageing and health. Within these milieus, as 
within the discipline more broadly, the “question” of health has not been 
considered from one single point of view. Rather physical, psychological and 
sociocultural aspects of health were considered simultaneously with the 
intention of gaining a deeper understanding of its complexity, meaning and how 
it is experienced (Egidius, 2008). This means that health, as an idea and 
experience, can be understood in different ways and a holistic perspective 
accordingly opens up for diverse and sometimes even partly contradictory 
assumptions about it. Accordingly, health (as informal care) can be understood 
as ever changing and something that is formed relationally, historically and 
geographically, as well as physically (see e.g. Johannisson, 2006, 2013; Blaxter, 
2010).  
 
Blaxter (2010) points out that health is constructed through interaction, meaning 
that it is through social activity that health, or for that matter disease, is 
constituted. This does of course not mean that health or disease are only abstract 
ideas, and not real “issues”. Of course, people become ill and experience poor 
health. However, how these concepts are experienced and dealt with can be 
another question, varying extensively depending on, for example, one’s family 
situation, the cultural context and the societal support systems available for 



 37 

individuals in their everyday life. In this thesis, the focus will be on the social 
influences on our health and how health is experienced or done in interaction 
between people. As I see it, this approach does not go against questions 
concerning, for example, physical health and illnesses. Rather they “interact” 
and what I want to emphasise is that the focus here will be on questions 
concerning how health is socially dealt with, handled and discussed. 
 
The World Health Organization (WHO) defines health as “a state of complete 
physical, mental and social well-being and not merely the absence of disease or 
infirmity” (WHO, 2020c). This multidimensional view of health clearly opens 
up for social aspects of health, such as the effect of social class, gender, ethnicity 
and age, to mention just a few (Larkin, 2011). In order to address the social 
aspects of health and to support countries in handling the social aspects that lead 
to health inequalities, WHO has developed and defined “determinants of social 
health” which are:  
 

the conditions in which people are born, grow, live, work and age. These 
circumstances are shaped by the distribution of money, power and 
resources at global, national and local levels. The social determinants of 
health are mostly responsible for health inequities - the unfair and 
avoidable differences in health status seen within and between countries. 
(WHO, 2020b) 

 
These social determinants are quite broad and include many different aspects of 
social health, which is also concluded by Larkin (2011) who states that it is 
“widely acknowledged that there is an extensive number of social influences on 
our health” (Larkin 2011 p. 10). In his classic work, Russel (1973) tries to clarify 
this social dimension of health. He discusses two central dimensions of social 
health, namely the individual level and the societal level. The societal 
dimension connects to the WHO definition and to the issue of equity when 
stating that “a society is healthy when there is equal opportunity for all and 
access by all to the goods and services essential to full functioning as a citizen” 
(Russell 1973, p. 75). The definition focusing on social health at a more 
individual level concerns a more relational perspective, more specifically “that 
dimension of an individual’s well-being that concerns how he gets along with 
other people, how other people react to him, and how he interacts with social 
institutions and societal mores” (Russell 1973, p. 75). In this thesis I have aimed 
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to include both the societal and the individual (relational) dimensions of social 
health in a balanced way, in order to show how they are interrelated.   
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4. ANALYTICAL FRAMEWORK AND 
CONCEPTS 

In this thesis I intend to highlight questions concerning identity, couplehood, 
(social) health and ICT in informal care, and in this chapter I present the 
analytical framework for the thesis. The chapter describes a broad analytical 
frame for the thesis as a whole rather than an in-depth discussion of the specific 
theories and concepts adopted within the four different studies that comprise the 
thesis. Initially, I will present my epistemological position which is a social 
constructionist perspective and discuss how this overarching analytical frame 
and perspective is to be understood. Following this, I will sequentially clarify 
how this perspective has been applied in the thesis regarding how informal care 
and family life are approached as well as how gender, health and identity are 
conceptualised.  

Social constructionism 
In the thesis I thus take a starting point in social constructionism. This has been 
discussed by Berger and Luckmann (1998) who suggest that people take active 
part in the construction and meaning-making of reality. They posited that all 
knowledge, even the most basic everyday life knowledge, derives from and is 
maintained through social interaction. Reality is thus not seen as something that 
exists independently from human consciousness. On the contrary, it is in and 
through the human consciousness and interaction that Berger and Luckmann 
suggest that our society and reality are created (or constructed). More clearly, 
according to this perspective social reality is not something that is, but rather 
something that is made and done (Connell & Pearse, 2015). This type of 
thinking about the social nature and basis of reality is based on a long tradition 
of thinkers, who in various ways have tried to show, or claim, that we as actors 
(humans) are active participants in the making of our world.  
 
This creation of reality is, according to Berger and Luckmann, to be understood 
in terms of a dialectical process between a subjective and objective reality. 
When people interact with one another they do so with an assumption that their 
(subjective) perceptions of reality are related to one another (but not necessarily 
the same). When interacting, this assumption is then reinforced, creating a 
mutual ground for common sense knowledge, consisting of norms and rules 
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internalised through socialisation, and reinforced through interactive and 
repetitive practices. This common-sense knowledge is routinised, and gradually 
becomes institutionalised. It is taken for granted and becomes part of an 
objective reality (and social system) which seem to exist independent of human 
action. What this perspective suggests is that our reality is subscribed meaning 
through the concepts, categories and interpretations that we construct. 
Anticipations concerning practices (how people will act) gradually turn into 
mental representations or ideas, which direct the ways in which people act in 
relation to each other.  
 
The social constructionist perspective has sometimes been criticised for being 
relativistic and for neglecting the “real”,  as if phenomena such as illness and 
ageing do not exist without human labelling and categorisation. Hacking (1999) 
explain that this critique usually derives from a misunderstanding and mix-up 
between reality and the social construction of reality. To clarify, what Hacking 
suggested is that there is a vital distinction between objects/events/conditions 
and our ideas and meaning making of them. Child abuse, as an example, is 
indeed real, but what constitutes child abuse is socially constructed and thus 
varies over time and cultures. When we classify phenomena, we also ascribe 
them meaning. Hacking describes humans (and classifications) as “interactive 
kinds”, as they interact with the classifications and are affected by them as well 
as they in their actions affect the classifications: 
 

The inter may suggest the way in which the classification and the 
individual classified may interact, the way in which the actors may 
become self-aware as being of a kind, if only because of being treated or 
institutionalized as of that kind, and so experiencing themselves in that 
way. (Hacking, 1999, p. 104)  

 
In the thesis I focus on the meanings being attached to becoming a carer and 
being involved in informal care in Sweden, and as such classified as, for 
example, being a carer or care recipient. When carers and care recipients gain 
information and knowledge, and realise that their practices/activities 
(caregiving/care receiving) have a name, which grants them a position (they are 
treated as a case), they might also start to see themselves as carers and care 
recipients, which subsequently impacts on their perception of themselves as 
well as their social reality (cf. Hacking, 1999, p. 160). This process of change 
in perception can also be described in terms of looping effects (Hacking, 1999), 
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meaning that when new ideas about a phenomenon or new 
definitions/classifications of categories develop this leads to changes in 
people’s (self-) consciousness. It affects how they think of themselves and the 
label/category may even lead to them to try to reconstruct their past (loop back), 
giving it a new meaning. To summarise, the main point made in this section is 
that this thesis takes a social constructionist approach to the research. Informal 
care is seen as something being done in social interaction (in the context of both 
online and offline communication). In the process of doing informal care, the 
understandings involved parties have of themselves are gradually formed, as are 
the relationships and classifications of their practices, which serve to form their 
understanding of social reality.  
 

Doing informal care – a relational perspective 
As I in this thesis pay an interest to the ongoing construction of couplehood in 
the context of informal care, the ideas and thoughts put forward by sociologist 
David Morgan (2011) are of relevance. Morgan have developed an approach 
regarding family practices and the doing of families/family life that relates to the 
above-described constructionist perspective. According to Morgan, the doing of 
families – through, for example, household tasks, caring, and social support - is 
formative for the construction of identities. Morgan explains:  
 

What follows from this is the idea that in carrying out these everyday 
practicalities, social actors are reproducing the sets of relationships 
(structures, collectivities) within which these activities are carried out 
and from which they derive their meaning. Friendship, for example, is 
more than an indication that such a person is a friend but much more a 
matter of activities and thoughts which reproduce that particular 
friendship and, to some extent, the very idea of and expectations 
associated with friendship. There is, therefore, an inevitable circularity 
between these practices and the sets of other individuals and relationships 
within which these practices have meaning. (Morgan, 2011, p. 2)  

 
Following Morgan, it can be argued that in order to understand the complexity 
of informal caring and its implications, we need to look at carers’ participation 
in caring practices with their significant others. These practices are not simply 
a doing of things, such as certain tasks. Rather they are to be understood as 
relational practices and families are thereby to be understood as socially 
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constructed. In the doings of families/care people can negotiate their 
relationships, sense of couplehood (Kaplan, 2001), and (gendered) aspects of 
their identity simultaneously. In this thesis I will, for example, use the notion of 
couplehood to analytically capture such negotiations between carers and care 
recipients, and how they do family life and informal care simultaneously as 
feeling concerning a sense of we in their relationship is constructed or perhaps 
turned into an I, due to caring practices (Kaplan, 2001). More specifically, 
following Bielsten (2020, p. 20), I view couplehood as the subjective feeling of 
mutuality and an understanding/experience that both partners contribute to their 
relationship, which also is influenced by other people´s view of the couple as 
two people belonging together (see also Keady, 1999; Hellström et al., 2007).  
 
Morgan stated that “emotions are a key element within everyday family life” 
(Morgan, 2011, p. 110). It is thus through practices and the emotions we attach 
to those practices that, for example, gendered understandings of 
relationships/marriage and family life is formed. Another scholar who has also 
taken an interest in family life and emotions is the American sociologist Arlie 
Hochschild (2000; 2003). She is interested in how we relate to our own and 
others’ feelings, and how the modern market economy affects our (especially 
women’s) relationships and the way we view ourselves. According to 
Hochschild we conduct emotion management in both our private lives and our 
working lives. She distinguishes the emotion management we perform in our 
working lives as emotional labour and the emotion management performed in 
our private lives as emotion work. Due to existing social norms about how to 
feel in different situations, she suggests that not only do we try to express 
appropriate emotions, we also try to feel the right emotions in relation to certain 
feeling rules (see also Ahmed, 2014), which most often are connected to 
different understandings of gender. This means that a person can believe there 
are certain societal expectations regarding how one should or should not feel in 
particular situations, which becomes formative for the ways in which that 
person acts and interacts (Hochschild, 2003, p. 95).  
 
In the context of informal care, emotion work has been discussed in terms of 
the emotion work that carers perform so they can view themselves, and be 
viewed by others, as “good carers”, by managing both their own and their care 
recipient’s feelings and expectations of/in life (Mac Rae, 1998; Simpson & 
Acton, 2013). “In relational terms we can see how emotional practices are not 
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simply matters for an individual´s “inner” life but are shared with others within 
family, and other, configurations” (Morgan, 2011, p. 126).  
 
Morgan also stated that there is an “overlap between family practices and 
gendered practices”, a discussion that also Hochschild touches upon in her 
writings (Morgan, 2011, p. 112). Social constructions can thus be about the 
“doing” of things, of families, couplehood and gender. As a concept gender is 
here to be understood as something that is made in everyday life, through, for 
example, informal caring, housework, labour and more. The doing of gender 
also concerns social relationships (Connell & Pearse, 2015) and the ways above-
mentioned practices are interpreted and classified in relation to gender. 
Performing care has, for example, historically been connected to femininity, 
whereas taking on a breadwinner role connects to masculinity. The point is 
however not to determine and classify different tasks but rather how they are 
understood as related to gendered understandings and anticipations, and as such 
how they also influence the way in which families choose to organise their 
everyday life. As Connell and Pearse (2015) suggest, gender is not an 
expression for biology nor a fixed dichotomy in people’s lives or personality. 
Rather it is a pattern in our social arrangements and in the daily activities and 
practices which are governed by these arrangements (Connell & Pearse, 2015, 
p. 26).  
 

Identity and informal care 
Following the above-described approach of the doing of family life and gender 
as a relational issue, the concept of identity can be seen as something that is 
being formed and transformed through social interactions and social 
relationships (Berger & Luckmann, 1998). Identity is formed through 
interactions with others and approached as inter-subjective. Focusing on carers, 
Montgomery and Koslosky (2013) suggests that it is when carers conduct their 
caring activities that the activities are ascribed certain meanings and it is in 
relation to this that they gradually develop their carer identities. However, 
identities and identity claims are also, simultaneously understood as something 
intra-subjective. When certain tasks are being performed it also has an impact 
upon how we look upon and understand ourselves (see also Hacking,1999). This 
duality can be exemplified through a process in which a carer develops his or 
her skills as a carer in relation to the care recipient. These practices become 
formative not only for their relationship and how they talk about caring, life and 
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more, but also for the ways in which they look upon themselves, as they gain 
new knowledge and competencies. These practices affect, not only oneself but 
also the dynamics in a relationship. Identity in informal care can also be 
understood in relation to the ill body and shame. Shame is the emotion which 
occurs when we look negatively upon ourselves (including a potential ill body) 
from the perspective of others (Sheff, 2000; Hedenius et al., 2015) which might 
not only affect the person who is ill but also the carer, their social life and 
relationships.   
 
A different but related way to approach the concept of identity can be found in 
the thoughts and theories of Turkle (1995). In relation to identity, Turkle brings 
in the online context by suggesting that the use of ICT, for example, can bring 
the opportunity to perform an alternative identity and also the opportunity to 
create the basis for an alternative lifestyle. Through online interaction it 
becomes possible to discuss and develop different identity claims that may stand 
in contrast to the everyday life away from the keyboard. A large part of our 
communication is today proceeding via technology and social media. The 
technical revolution and the emergence of a virtual world have to some extent 
changed our ways of viewing the world, in terms of identity making, social 
relationships, knowledge and people’s way of understanding (constructing) 
reality. As researchers we are faced with online human interactions in a virtual 
world which challenge and possibly change our ontological and epistemological 
concepts of reality.  

Summary: Central concepts  
In this chapter I have described the analytical framework applied in this thesis. 
This is a description of an epistemological position and also a general analytical 
frame through which data have been analysed. With the core analytical 
framework as a starting point, central concepts or tools that have been used to 
meet the aims of the four studies included in the thesis, as well as in the thesis 
as a whole, also needs to be described. For example, the concept of identity is 
used as a means of trying to analyse a carer identity and how identity is 
made/done through carer practices in informal care. In the thesis, different 
experiences and understandings of informal caring are understood as identity-
forming, but also seen as part of a larger picture in which identity claims are 
also made in relation to an individual’s understanding of couplehood, health, 
ICT and so on. Some identity claims, such as being a carer, and at the same time 



 45 

an independent man/woman and “decent” husband/wife can be seen as 
challenging to combine. Following Montgomery and Kosloski (2013, p. 132) 
this approach also acknowledges that although there are common elements and 
experiences of informal caring, there is no single generic carer role.  
 
In the thesis, I am interested in how (potentially diverse) identity claims are 
dealt with and socially negotiated among the participants. Throughout the 
thesis, the individual’s active part (agency) in informal caring is emphasised. 
Inspired by Morgan and his understanding of the doing of family life this thesis 
also analyses informal caring from a relational perspective that places its focus 
on practices and the ways in which household work, care, use of ICT and so 
forth becomes formative for how a carer and care recipient look upon each other 
(as well as themselves) and understand their life predicaments and family. The 
doing of family life and informal care is thus a question of couplehood. In this 
thesis the concept of couplehood will be approached as a theoretically informed 
term that places focus on the ways in which the participants, through their doing 
of informal care, negotiate a sense of we and I in their relationship. These 
negotiations obviously relate to gendered and heteronormative practicalities in 
daily life, but they are also to be understood in relation to the ways in which the 
participants look upon questions concerning autonomy, responsibilities towards 
one another, intimacy and more. Finally, the thesis connects to the emotional 
aspects in relation to informal care practices. In particular Hochschild´s 
thoughts about emotion work and feeling rules have been used, as well as the 
thoughts on shame and how this emotion is formative for social bonds as 
presented by Sheff (2000). 
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5. METHODS AND RESEARCH 
DESIGN 

In this chapter I will describe the overall methodological approach to the 
research, as well as the methodological process of working with the empirical 
material in Studies I-IV, through data sampling, analysis and the writing of the 
results. In the chapter I will also critically discuss the thesis’ trustworthiness in 
terms of reflexivity and positionality. The chapter ends with some ethical 
considerations.  

An ethnographic approach 
The thesis builds on an ethnographic approach consisting of interviews, 
observations, informal conversations, online communication, recordings of user 
group sessions in a co-design process with informal carers. In Studies III and 
IV also with the inclusion of older care recipients. An exploratory methodology 
has been utilised continuously, through which central aspects of informal caring 
have been studied.  
 
Inspired by the words of Hammersley and Atkinson (2007, p. 3) data collection 
has focused on finding out how carers and care recipients view “the situations 
they face, how they regard one another, and also how they see themselves”. This 
methodological (and theoretical) approach calls for two clarifications. Firstly, it 
has meant that the ethnographic approach and ambition to understand informal 
caring from a relational perspective was not fully set and defined from start. 
Rather it has developed gradually throughout the research process. Initial 
interests have, in a processual way, also been refined over the course of the 
research (ibid; see also chapter on Contextualising the thesis). More precisely, 
taking the perspective that I, as an ethnographer, am a fellow traveller on the 
journey in the everyday lives of the people being studied, the knowledge being 
produced has been seen as product of relationships being developed over time. 
Needless to say, this inherent flexibility in ethnographic research also has 
consequences on the theoretical concepts used to analyse data as well as how 
the thesis has come together as a whole.  
 
Secondly, engaging in a research process of getting acquainted with situations 
and people in the field also calls for a flexibility in terms of methods. In the 
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different studies I have met people in different situations, moderated different 
interactive tools in a web platform, conducted interviews and observations, 
participated in activities in a co-design process and more. In the thesis I have 
considered it counter-productive to try to delimitate the ethnographic approach 
or tools used, from other empirically intimate and “close” research methods. 
Instead, as regards epistemology, I agree with Anderson-Levitt (2006), who 
does not see or define ethnography as a particular qualitative and empirically 
close method, but rather a philosophy of research (see also Skukauskaite & 
Green, 2012).  
 
The ethnographic approach has, however, not been used in what might be 
considered a classical or traditional sense, meaning spending a significant 
period of time, sometimes several years, in the field when conducting dense 
qualitative research (see for example Willis, 1977; Whyte 1943/1993). Rather 
the intention has been to use different means to get close to the everyday lives 
of carers and care recipients, and to the data being collected. In the different 
papers it is therefore to be expected that there is a variation in terms of how 
dense (Glaeser, 2005), nuanced and thick (Geertz, 1973) the ethnographic 
descriptions and “voices” really are.  Nevertheless, as a whole the process of 
writing this thesis can be characterised by a prolonged period of time in which 
I as a researcher have taken part in the everyday lives of people, who in one way 
or the other, are involved in informal caring. Added to this, I have not only 
sampled data as a researcher but also worked as a project leader in the 
development of a web-based support programme together with, for example, 
carers of people with heart failure (Study II). I have also worked as a moderator 
of a web platform for carers of older people (Study I). The different studies 
included in the thesis, highlighting some of this variety, are described below.  
 

Overview of the four studies  
An overview of the methods and research design for the four studies included 
in this thesis can help to give insight to the similarities and differences between 
the studies. The studies are summarised in table 1 and then described in more 
detail.  
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Table 1. Overview of the four doctoral studies. 
 

 

Study I: Netnographic study on online carer identities  
This paper is based on a pilot study conducted within a European project where 
carers of older people had access to and tested/used a web platform targeted at 
carers of older people. The Swedish pilot study lasted for about 4 months and 
during this time carers could visit information pages and use the different online 
interactive tools, such as an online social forum. The specific aim of the paper 
was to describe how older carers conceptualised and understood their identities 
as carers on the Swedish online social forum (situated on the web platform that 
                                                        
3 Montgomery and Kosloski (2009; 2013) 
4 Habermas (1990) 
5 Morgan (2011) 
6 Hochschild (2000; 2003) 
7 Sheff (2000) 
8 Dolezal (2015) 

 Method  Participants Data collection Data analysis 
(DA); analytical 
concepts (AC) 

I Netnography  Carers of older 
people (n=44; 10 
men and 34 women).  
 

Online 
communication; 
postings on a social 
forum/community 
for carers of older 
people. 

DA: Netnographic 
analysis  
AC: Caregiver 
Identity Theory3 

II Methodological 
co-design study 

Carers of people 
with heart failure 
(n=7 women). 

Interviews, 
recorded user 
group sessions, 
joint co-designing 
activities.  

DA: Analysis of the 
co-design process. 
AC: Lifeworld and 
system4 

III Ethnography 
 

Older couples: 
informal carers (n=9; 
3 men and 6 women) 
and care recipients 
(n=7; 6 men and 1 
woman).  

Ethnographic 
interviews, 
informal 
conversations, 
participation 
observations.  

DA: Ethnographic 
analysis 
AC: Doing of family 
practices5; Emotion 
work and emotion 
management6 

IV Ethnography Older couples:   
informal carers (n=9; 
3 men and 6 women) 
and care recipients 
(n=7; 6 men and 1 
woman). 

Ethnographic 
interviews, 
informal 
conversations, 
participation 
observations.  

DA: Ethnographic 
analysis 
AC: Shame and 
social bonds7;  
Body shame8 
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were tested). For the study, a netnographic approach was used. This method was 
developed by Kozinets (2010), and is methodologically indebted to the 
traditions and practices of ethnography and cultural anthropology. More 
specifically, netnography can be described as “the approach of ethnography 
applied to the study of online cultures and communities” (Kozinets, 2010, p. 6). 
Consequently, and although “the field” being studied in Study I cannot be neatly 
situated in a particular place and community (Hooley et al., 2012), which are 
usually seen as distinctive features in conventional ethnographies, it has many 
similarities with “conventional” empirical sampling methods (Sheehan, 2010). 
For example, online communication and forums are embedded in a social and 
cultural context and in this particular case the online context/community being 
studied also targeted a specific group of people who shared experiences of 
informal caring (cf. Orgad, 2006).    
 
A total of 44 carers (10 men, 34 women; mean age 64.7) were recruited to Study 
I and completed the informed consent form. Participants had varying 
experiences of being carers; 30 carers provided care and support to a spouse, 11 
to a parent and 3 to another relative. Overall, older (female) spousal carers were 
more active on the social forum over time (rated medium-high use), but they 
also represented a larger participating group of carers. To meet inclusion criteria 
for the study, the participants should be providing care and support for a 
significant other 65 years or older (no matter what illness or disability) for at 
least 4 hours per week. It was also seen as of importance that the carers had 
basic knowledge of how to use the internet on a mobile phone or computer and 
that they had normal access to a computer and/or mobile device with internet 
connection.  
 
As regards sampling, participants were mainly recruited via a strategic and 
respondent-driven snowball-sampling (Fangen, 2005; Salganik & Heckathorn, 
2004), utilising existing networks and contacts of the Swedish Family Care 
Competence Centre (Nka) and contacts at the Swedish Dementia Association 
and Carers Sweden. In order to reach out to working carers (carers of working 
age who combine paid work with informal care), contacts were also made with 
two large employers in a town in the south-east of Sweden. In a second selection 
stage, existing participants were also asked to assist by providing new contacts.  
 
The analysis and interpretation of data were derived from verbatim transcripts 
of postings on the forum. In the process of analysing data, these transcripts were 
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read several times and coded into themes. The themes that emerged in this 
process were: (a) descriptions of being a carer and the meanings attached to this 
practice, (b) the significance/impact of the social forum in the everyday lives of  
participating carers, and (c) how the participants reflected upon their care-
giving practices in relation to formal caring. The coding analysis was conducted 
manually and initiated inductively. We made theoretically imbued notes during 
this process, aiming to identify shared understandings and similar phrases, 
abstracting their meanings in order to be able to contextualise the excerpts and 
in doing so gradually developing the theoretical toolbox (Aspers, 2007).  
 

Study II: Co-design process and user group sessions  
Study II was conducted using a human centered design (HCD) and co-design 
process striving towards developing web-based support for carers of people 
with heart failure. The study was the first step in developing an online support 
programme for carers of people with heart failure. The aim of Study II was a) 
to reflect on carers’ experiences of being involved in the development of a web-
based support program, and b) to discuss the challenges related to their 
involvement in the development process. The focus was on the different phases 
in the project and payed attention to the methodological challenges and 
opportunities that occurred in user group sessions with carers.  
 
Building on previous HCD and co-design process work (see Magnusson & 
Hanson, 2012), the study focused on three phases of the development of the 
web-based support program; Recruitment, Users’ needs and Development. 
Prior to recruiting possible participants, an exploration of the needs and 
preferences of carers was conducted through a systematic literature search 
resulting in 124 relevant articles and focus group interviews with carers of 
people with heart failure about their situations, needs and thoughts about 
different ICT solutions. The outcome of the literature search and the focus group 
interviews formed the basis for discussions in the user group sessions, which 
were in focus in the study. In the co-design process, collaboration between 
groups of people/experts with different competencies, and the notion of joint 
creativity around ideas about “what could be”, were central (Sanders & 
Stappers, 2008).  
 
The study included the involvement of seven carers, aged 35-70, a researcher 
from the field of health science and a researcher from the field of informatics. 
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Four of the carers were caring for a spouse and three were caring for a parent. 
The mean age of the older person receiving care was 73 years. Participating 
carers were recruited from a medical cardiology unit at a regional county 
hospital, health care centres and municipal home care in the south of Sweden as 
well as via patient and carer organisations. As inclusion criteria participating 
carers were initially required to be caring for a person above 18 years old who 
was diagnosed with chronic HF. Embracing an inclusive perspective on carers 
however, the HF-criteria were later broadened to include people with some kind 
of heart problem.  
 
Study II is based on data gathered through five user group sessions. Some carers 
participated physically at these sessions while others participated via Skype. 
Individual interviews were also conducted with carers who were unable to 
attend the first and/or second session. One advantage of using both on- and 
offline participation among the carers was that this approach created an 
inclusive climate within the group. For example, If an online participant, for 
whatever reason, was disconnected, the other participants were sympathetic to 
this situation and made sure to wait for the person to re-join online before 
continuing the discussion. The user group sessions were of two hours in length, 
and the individual interviews conducted lasted between 40 minutes and 2 hours. 
With participants’ permission, all sessions and interviews were recorded and 
transcribed verbatim.  
 
In the analysis the challenges/opportunities related to user involvement was 
approached utilising, among other things, the ideas of Habermas (1990) and the 
concepts of lifeworld. Quotes and observations presented from user group 
sessions and interviews were chosen to highlight the HCD approach and co-
design process, and to answer the aim of the study.  
  

Studies III and IV: Ethnography on couplehood and social life  
Studies III and IV in the thesis builds on data collected mainly through 
observations and interviews with older couples where one spouse was 
providing/receiving care and support from the other. Data were gathered 
through an ethnographic approach and exploratory methodology (Hammersley 
& Atkinson, 2007) in which the spouses were followed in their everyday lives. 
The aim of Study III was to analyse and explore the notion of couplehood and 
how family life was understood and negotiated by spousal carers and care 
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recipients in everyday life. This approach was then further developed in Study 
IV, in which the participants’ experiences of illness, as well as the social 
implications and consequences of spousal informal caring were explored. 
 
A total of 9 carers (3 men, 6 women. Mean age 73) and 7 care recipients (6 men, 
1 woman. Mean age 73) were recruited for Studes III and IV (in total 16 spouses 
involved in informal care). As inclusion criteria, the participants had to be 65 
years or older and fully or partly co-habiting. The initial ambition was to also 
include both carers and care recipients for data collection. In two cases, 
however, I could only interview the person providing care, on account of their 
spouse’s ill-health and limitations regarding verbal communication. The 
couples had usually been co-habiting for a prolonged period of time, ranging 
from 27 to 61 years. Some care recipients had been ill for more than 30 years, 
while others had been care recipients for “only” a few years (ranging between 
2 to 30 years). The amount of informal care provided also differed among the 
participants, stretching from practical help in the household to more 
comprehensive personal, medical and emotional care and support. All care 
recipients had chronic diseases, such as heart failure, stroke, Parkinson’s disease 
and dementia. Not all the carers were full time carers, although a majority of 
them experienced that their everyday life was characterised by a constant state 
of preparedness and an expressed difficulty with, for example, leaving the care 
recipient alone at home. 
 
Different strategies were employed in the recruitment process. Firstly, carer 
advocates located in municipalities in the south of Sweden were asked to help 
with reaching out to carers and care recipients. Secondly, a respondent-driven 
sampling strategy (Salganik & Heckathorn, 2004) was used where participating 
couples were asked if they knew anyone fulfilling the inclusion criteria 
(outlined above) and could potentially be interested in participating in the study. 
 
Data were collected between December 2018 and June 2019. The semi-
structured interviews covered specific themes, such as the carers’ and care 
recipients’ views on and understanding of their relationship, health, gender, 
ageing, and the possible use of ICT as a supportive measure in informal care. 
However, the pre-formulated questions were considered mainly as a starting-
point for conversation and the participants were also considered part of the 
constructing of follow-up questions (Aspers, 2011; see also previous discussion 
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in which the ethnographic approach is described). The interviews can be 
described as ethnographic interviews, as described by Davies (2008): 
 

Many researchers who use this method combine it with participant 
observation and thus their relationship with interviewees goes beyond the 
particular interview, which is often a series of interviews rather than a 
single event in any case. At the very minimum, semi-structured 
interviewing requires attention beyond simply what is said. For these 
reasons research based on this form of interviewing is also sometimes 
referred to as ethnographic interviewing. (p. 106)  

 
The participants were interviewed separately. Depending on their availability, 
the number of meetings/interviews varied between 1-3. The meetings including 
observations and informal conversations were generally three to four hours 
long, and the interviews varied between 32 minutes and 1 3/4 hours. With 
participants’ permission, all interviews were recorded and transcribed verbatim.  
 
In addition to the interviews, I also conducted observations with the intention 
of gaining a deeper understanding of the informal caring situation and everyday 
practicalities of the participants. Through the observations I could also capture 
(and validate) what was expressed in interviews and, so to speak, contextualise 
the narratives presented. In doing so it was also possible to capture (or at least 
get a glimpse of) the environment, interactions and emotions that were ongoing 
in the lives of the participants and in their everyday informal caring situations. 
The participants were also asked to show what kind of ICT they use and how 
they use it. They used computers, smartphones and tablets to, for example, 
document and administrate the care recipients health status and apps for playing 
games and up keep contact with family and friends.  
 
Observations were documented through detailed field notes, consisting of both 
descriptive and analytical information (Aspers, 2011). In the descriptive notes I 
documented what was happening in the field without writing too detailed notes 
and thereby risking losing the focus of the research (Fangen, 2005). In order to 
separate the actual descriptions of the situations and my own analytical and 
methodological reflections I wrote the analytical notes in a separate column 
(Emerson et al., 1995; Aspers, 2011).  
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In ethnography, data collection and data analysis are usually understood as 
parallel processes. This means that data analysis, on a rudimentary level, starts 
already during the formulation of a research problem (Hammersley & Atkinson, 
2007: Atkinson, 2017). This approach is clarified by Atkinson below: 
 

We bring ideas to the field as well as drawing them from our field data 
and our experiences. There is a constant, iterative process between data 
and ideas. Just doing fieldwork on the basis of ‘exploratory’ inquiry is 
not good enough. Exploring does not mean being directionless. 
(Atkinson, 2017, p. 4)  

 
In fieldwork, notes were taken continuously, and included not only empirical 
descriptions but also theoretically and methodologically informed reflections. 
However, the more “hands on” analysis derived from the transcripts of the 
verbatim interviews and the observational field notes. The data were read many 
times, to ensure familiarity with the data (Hammersley & Atkinson, 2007; 
Aspers, 2011), and were then sorted and coded looking for different patterns in 
terms of similarities, inconsistencies and/or contradictions and so forth 
(Hammersley & Atkinson, 2007). This process was also guided by the 
theoretical and analytical orientation (Hammersley & Atkinson, 2007). As 
regards Study III, in which the notion of couplehood is central, this concept, as 
well as previous research, initially influenced the coding process. This did not 
mean, however, that the data were sorted deductively. Rather, it was in and 
through a dialectal process - moving between the data, central theoretical 
concepts and previous research - that the codes were thematised, to capture 
different aspects of couplehood and family life (cf. Emerson et al., 1995; Back, 
2007; 2012; Creswell, 2013; Atkinson, 2017;). The material was thus sorted, 
coded and thematised in both an inductive and a deductive way which, as 
suggested by Emerson et al. (1995) and Pierce (1998), can be described as 
abduction. In this process, I (together with co-authors) was able to unfold the 
different ways in which individual agency and autonomy was understood and 
negotiated among the participants in their everyday family lives, as well as, 
when relevant, how such negotiations were connected to their identity, gender, 
health, ICT and so on. But it was in the writing that the final thematisation was 
set (Emerson et al., 1995), as “one cannot ignore the work of reading and writing 
in the construction of ethnographic research” (Hammersley & Atkinson, 2003, 
p. 239). Furthermore, in the sorting and coding process of Study III the richness 
of the ethnographic material was apparent.  
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Therefore, when conducting Study IV, I went through the same analysis process 
as in Study III but with having no particular concept in mind, except for a focus 
on how the participants talked about their social life. To this end the exploratory 
approach to research was more explicit in Study IV than in Study III, although 
the latter formed a foundation for the former to be initiated in the first place. In 
the process of analysis in Study IV, one pattern or theme that became apparent 
was the ill body, which was clearly related to the relationships with family and 
friends and with a decreasing social life. More specifically the ill body seemed 
to condition the relationships and social life of the participants. Analysing the 
excerpts about the body it soon became obvious that some concepts of shame 
and social bonds (Sheff, 2000) had a bearing on an initial understanding of how 
the participants talked about their physical capabilities and about illness for 
example. However, in the process of writing and analysing the material it 
gradually became apparent that the initial concepts used did not provide 
sufficiently understanding of the rich descriptions. Therefore, I continued with 
reading about ill bodies (a research field with which I was from onset not very 
familiar with) and when I came across the works of Dolezal (2015), whose 
reasoning and central theoretical tools were included, the analysis became 
theoretically “saturated”. Hence, I used theoretical triangulation (Hammersley 
& Atkinson, 2003 p. 214) to approach data “with multiple perspectives and 
hypotheses in mind”.   
 

Methodological considerations – Trustworthiness 
As described above, the four studies included in this thesis build upon data 
gathered through a variety of qualitative methods and in general an 
ethnographic approach. One way to discuss and evaluate social and qualitative 
research is to use the concept of trustworthiness. This concept basically refers 
to the rigour (or relevance) of the research when it comes to the systematic 
process of knowledge production, stretching from initial ideas and design of a 
study to the credibility of the researcher, the believability of the findings, and 
applicability of the research methods used (Rose & Johnson, 2020, p. 434; see 
also Lincoln & Guba, 1985). Aiming to bring transparency to this thesis, its 
qualities and limitations, in this section I will therefore use the concept of 
trustworthiness as a starting point for discussing the scientific rigour of the 
research. The discussion on trustworthiness will then be further developed in 
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different sub-sections in which research positionality, the interpretation of data 
and reflexivity, and ethical considerations will be addressed. 
 

The principles of trustworthiness  
In relation to trustworthiness, Lincoln and Guba (1985) developed four central 
quality principles on which I will base my discussion. These principles are 
credibility, transferability, dependability and confirmability. Lincoln and Guba 
suggest that these principles are to be preferred over conventional terms such as 
internal validity, external validity, reliability and objectivity, which are more 
often used (but not limited) in rationalistic, quantitative and post-positivistic 
research (or at least they derive from such scientific traditions and philosophies 
of research).  
 
As regards credibility, this term and principle refers to the believability and 
“truth” of the findings, and if the findings represent a credible interpretation of 
the original viewpoints of the participants. Various aspects of the research need 
to be considered in order to determine the credibility of a study, such as 
sampling, data collection, how the data was interpreted and later analysed. After 
several years working and meeting carers in different situations - as a 
practitioner, as a researcher, and gradually through relationship building - I have 
gained access to a variety of experiences regarding informal care. On an 
empirical level, these experiences have contained both similarities and 
differences, common understandings and contradictions. This variety 
constitutes a fertile ground for increased credibility. Firstly, the thesis consists 
of a heterogenous sample of participants with various experiences of informal 
care. Secondly, I have met the participants on several occasions and have had 
sufficient time to become familiar with the context and variability of becoming 
and being a carer or care recipient and to form a view of what kind of support 
that would benefit their life predicaments (see also Korstjens & Moser, 2018). 
Added to this, using different means for data collection, such as interviews, 
observations, online postings and user group sessions, a third aspect related to 
credibility is that of methodological triangulation (Korstjens & Moser, 2018) 
and theoretical triangulation (Denzin, 1978). Furthermore, on an analytical level 
the research process, stretching from fieldwork and data collection to analysis 
and final reporting of the data, has continuously been critically reflected upon 
and discussed with experts in the fields of informal care, co-design, ethnography 
and gender, as well as in relation to the research in the field. 



 57 

  
The second principle of trustworthiness is that of dependability, which is to be 
seen as closely related to credibility. This principle, or way to ensure 
trustworthiness, mainly refers to or focuses on what can be said to be the 
stability of findings over time. Hence this principal focus on the context that 
surrounds the research being conducted. If the researcher has made consistent 
decisions during all stages of the analysis process, it can be argued that there is 
solid basis and possibility for high credibility. For this thesis, I have gathered 
the data for all the four studies and have taken the main lead and responsibility 
for the analysis process with support from the literature and the research team. 
In doing so, and through triangulation of methods, I have been able to take the 
ever-changing predicaments and experiences of informal caring into 
consideration throughout the research process and in the process of finalising 
this thesis.   
 
The next principle is transferability, which refers to the extent to which the 
findings can be transferred to participants in other contexts and settings. By 
using different theories to understand and interpret the data I have tried to 
abstract the subjective meanings being expressed by the participants, so that the 
reader can hopefully find some common understanding of the findings that also 
relate to other similar fields of knowledge within health science, but also 
perhaps in family sociology, social work and in caring science. Concepts such 
as identity formations (Study I), the relationship between lifeworld and system 
(Study II) and couplehood (Study III) can be (and have been) used in diverse 
settings to analyse and understand experiences similar to those being in focus 
in this thesis. Similarly, carefully referring to previous research in the field, and 
central concepts used in other studies can further be seen as a way to strengthen 
the transferability, or the external validity, of a study (Alvesson & Sköldberg, 
2017).  
 
Finally, the fourth principle of trustworthiness is confirmability. This term 
refers to the neutrality of data, meaning to what extent the findings of the 
research study can also be confirmed by other researchers. More precisely, 
confirmability “is concerned with establishing that data and interpretations of 
the findings are not figments of the inquirer´s imagination, but clearly derived 
from the data” (Korstjens & Moser, 2018, p. 121). To strengthen confirmability, 
the process with analysis and theory imbued interpretations of data was 
continuously discussed within the research group (consisting of researchers 
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from different fields and with expert knowledge; see also discussion on 
dependability above). Confirmability was also strengthened by having a 
reflexive approach to the research (Davies, 2008; Korstjens & Moser, 2008). In 
fact, one way to determine (or rather discuss) confirmability and by extension 
trustworthiness in general is to explicitly address the question of research 
positionality and the situatedness of the knowledge being produced. This will 
be discussed below.  
 

Reflexivity and research positionality 
As a researcher one is always, in one way or another, connected to the study 
objectives and the people (subjects) one meets during fieldwork (Hammersley 
& Atkinson, 2007; Davies, 2008). In order to ensure trustworthiness in a study 
it is therefore vital that researchers are transparent in terms of their relationship 
to the field and the knowledge being produced through/via the voices of others. 
This might be particularly true in empirically close methods such as 
ethnography, netnography and co-design studies in which researchers and 
participants collaborate in joint efforts and where one of the most central aspects 
in the process of knowledge production is the building of relationships. Davies 
writes: 
 

…the relationship between the ethnographer and informants in the field, 
which form the bases of subsequent theorizing and conclusions, are 
expressed through social interaction in which the ethnographer 
participates; thus ethnographers help to construct the observations that 
become their data. (Davies, 2008, p. 5)  

 
In research where the connection between the researcher and the participants (in 
the field) is strong and prolonged, there is a need for the researcher not only to 
reflect on his or her own experiences and relationship to the field, but also how 
this relationship may have influenced the research process and the outcomes of 
data (Davies, 2008). Put differently, to handle the (potential) influence, here 
understood as research positionality or research situatedness, there is a need to 
approach the whole research process with reflexivity. Embracing a reflexive 
approach here means that one needs to discuss how the knowledge being 
produced can be situated not only in the context of the field being studied, but 
also in relation to what I as a researcher bring to the research (Davies, 2008). 
More specifically; knowledge is situated. This approach does not mean that it is 
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to be seen as biased, but rather suggests that if we can accept that research and 
the knowledge being produced is contextually bound, and that these conditions 
are clearly described and reflected upon, it is also possible to scientifically 
discuss the quality of the research (Haraway, 1988; Skeggs, 1997).  
 
Although the work with a doctoral thesis usually starts the day one becomes 
accepted as a doctoral student, my relation to the field, and thus the positionality 
of this thesis, actually stretches further back than this. Already in the late 1990s, 
when I was a young student in upper secondary school, I spent many summers 
and weekends, working as a care assistant in a nursing home and in-home care. 
During this time my interest in the life predicaments of older people (and 
informal carers) grew. Later, as a sociology student at the university, I wrote a 
master’s thesis about women’s thoughts about ageing, gender and the body in 
contemporary society. When I had finished my university studies, I worked as 
a care manager in the municipality for a couple of years, followed by a post at 
the Swedish Family Care Competence Center (SFCCC). I also spent a few years 
working in a social services research and development centre. It is therefore safe 
to say that, in diverse ways, I have met and worked with people in life situations 
similar to those that are in focus in this thesis. This experience means that my 
pre-doctoral time also served as a solid foundation and insight into the ways in 
which both formal and informal care are organised and work on a pragmatic and 
a legal level in Swedish society. My previous experience as a care manager 
meant that in my research I have been able to give advice to individual 
participants as regards what rights they have in terms of formal support, as a 
complement to the informal care being conducted. In relation to my previous 
background it was perhaps not a surprise that when I became a doctoral student, 
I wanted to write a thesis on informal care of older people, and the situations 
that carers and care recipients face in their everyday lives.  
 
One significant aspect that has come to situate the research process concerns the 
building of relationships. As a researcher I aimed to build relationships of trust 
with the field, here understood as people that in different ways were operating 
within the context of informal care. For example, in Study I, I took the role of 
moderator of a social forum and in Study II a co-design process was carried out. 
In both these studies I had to balance, on the one hand, my ambition to carry out 
the processes according to the research goals (as formulated in project plans and 
more) with, on the other hand, establishing trustful relationships and supporting 
the participants on a more personal level. Added to the complexity, in Studies 
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III and IV, I not only intended to gain knowledge about carers or care recipients 
through trustful relationships with me (as a researcher), but I also needed to take 
into consideration how they (as participants) viewed and understood one 
another. One difficulty here concerned the fact that most of the contacts with 
potential participants were made with carers. This meant that dates and times 
for meetings were set by the carer and me, which the care recipient/spouse then 
had to relate/respond to. Furthermore, as regards relationships between spouses, 
during fieldwork (in Studies III and IV) it also sometimes became obvious that 
the presence of a spouse during an individual interview had an impact upon the 
conversation. It could be noticed in terms of some participants trying to include 
their spouses in a discussion (which also was indicated in Study II when a carer 
wanted to include the partner in the co-design process). But it could also be 
noted that some participants would lower their voice in order for their spouse 
not to hear what was said (cf. Davies, 2008). In order to deal with potentially 
sensitive topics, which arose in all the studies, I tried to  handle them to the best 
of my ability and to act respectfully and carefully when initiating conversation 
in order not to impact the participants’ relationships with one another. This was 
not always possible, however. The excerpt below exemplifies how the interview 
situation was interrupted or influenced by the presence of a spouse in another 
room.  
 

Frida: What would you say that Anja gives you support and help with?  
Michael: She does everything. 
Frida: Mm.  
Michael: Although….I would prefer to do somethings by myself, but you 
don’t have to tell her that I said this (whispering).  
Frida: No, of course not.  
Michael: But, she does too much. She won’t let me in, in her cooking for 
example. Although I was able to cook.   

 
Although it was not always possible, I usually aimed to conduct the interviews 
individually. Sometimes participating couples also expressed that they did not 
have “anything to hide” from their partner and that there was no problem with 
a spouse being present (as in Studies III and IV). Similar situations could also 
appear in Study II in which carers’ experiences of being involved in the 
development of a web-based support programme was reflected upon. Here the 
participants met regularly, and gradually developed an understanding for their 
different life predicaments and their relationship to informal care and the care 
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recipients. On some occasion’s participants got emotional during this process 
and it was difficult to continue the intended work. On these occasions, as in 
some of the interviews conducted, I sometimes felt like I needed to 
secure/maintain a positive atmosphere, but in retrospect I can see that this also 
influenced my courage to ask certain questions that could have been of 
relevance but which I understood as “too” personal and emotionally difficult to 
answer.  
 
Adding to this there is a complexity as regards the relationship between carers 
and care recipients, and between carers and professionals/researchers that 
concerns equality and power imbalance in the studies included in the thesis. In 
the process of compiling and presenting the results in the different studies I have 
tried to the best of my ability to balance the narratives in relation to this, in an 
ethical and trustworthy way. The aim has been to listen to the different 
narratives, embrace their individual uniqueness and through this to gain insights 
and understandings of the participants, although one can never fully 
comprehend the complexity of an individual’s life predicaments and 
relationships (cf., Young, 1997). In the next section I will discuss how this aim 
was implemented in the process of data interpretation. 
 

The principle of the benefit of the doubt 
Research found within the social sciences has largely paid great interest in 
people´s practices and how they can be understood (Gilje & Grimen, 1992). 
Sometimes the principle of the benefit of the doubt has been used in order to 
describe the ways in which in our knowledge production we, as researchers, 
make sure we are compassionate in our interpretations and the ways in which 
we do our best to view the people being researched as rational actors with 
agency. According to Gilje and Grimen (1992, p. 239) the principle of the 
benefit of the doubt (sometimes also referred to as the principle of charity) can 
be summarised into two main bullets. Firstly, researchers should always assume 
that an individual is a reasonable and rational person when trying to understand 
what he or she says or does. Second, when interpreting this person´s actions, 
make sure that he/she appears as reasonable as possible (for others, when 
reading our results).  
 
The principle of the benefit of the doubt can, of course, connote different 
meanings (Gilje & Grimen, 1992). There is a moral meaning to it, in terms of 
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showing ethical concern towards the people that generously share their 
experiences in research and ensuring that these experiences are handled with 
care. There is also an intellectual dimension to this in terms of an openness to 
the potentiality that the conclusions made throughout the research process are 
not the only possible conclusions to draw out of the data gathered. Rather there 
might be different understandings of data and experiences and it is through 
transparency that trustworthiness can be achieved, although this is not 
understood to be the same as the production of the only and true interpretation.  
 
Reflecting on data collection in relation to the principle of the benefit of the 
doubt I can in retrospect see that the level of reflexivity in the research process 
could have been higher and more ever present. For example, as previously 
discussed I sometimes found it challenging to ask questions I assumed to be 
sensitive (Studies II-IV). On the one hand, omitting sensitive discussions could 
of course be understood as a researcher’s ambition to show ethical concern 
towards a participant, by not asking sensitive questions. On the other hand, it 
can also be argued that it is not a researcher’s (my) prerogative to decide (in 
full) what questions are sensitive. The question that arises is to what extent 
participants are granted agency, when they are not given the option to decide 
what questions to answer and what questions that are of importance? Is it, for 
example, possible for me as a researcher to approach participants as reasonable 
and rational individuals when their agency is not fully granted? Reading 
transcripts of data from the different studies, in retrospect, I can also see how 
sometimes in interviews, as moderator for the web platform and during user 
group sessions, I tended to try to put emphasis on abilities and positive events 
when finalising that day’s fieldwork, even though situations often were strained 
and challenging. The observational note below from an interview with a 
participant named John exemplifies this:  
 

John likes to talk about cars, which were a big interest for him until he 
got ill, and couldn’t drive anymore. It´s hard for him to talk about this. 
John also explains that his wife now helps him with pretty much 
everything. He can´t dress himself, he sleeps poorly and has to get up at 
night. Then he sits by the window and he explains that he has this anxiety 
about dying. He has thoughts about falling asleep and not waking up 
again in the morning. The situation makes it hard to ask more personal 
questions, such as how this affects their relationship. He is sad about his 
situation. I feel that I really don’t want to focus only on illness and his 
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need of care and help. I don’t want to reduce him to illness. I don´t want 
to bring more sadness, although it is a big part of his life. So, we talk 
about cars and about his previous job. But there is also a fair share of 
illness. Johns wife, Maja, is downstairs, I know she can hear us which 
makes it even more difficult. It doesn’t feel right to talk about this on our 
first meeting. I also ask questions that Maja might find troublesome. 
Maybe will they change their mind and opt out from the study, not 
wishing to participate? Maybe I will stir emotions that aren´t good for 
their relationship and makes them feel bad? At the same time, I can sense 
that John has so much more to express and that he probably would answer 
the questions asked. (observational note) 

 
In retrospect I can still remember the ambivalence of the situation described 
above. The situation described also captures some of central aspects of 
researcher reflexivity (Davies, 2008) and the challenges that come with trying 
to fulfil the principle of the benefit of the doubt (Gilje & Grimen, 1992). Trying 
to find a balance between different aims such as a creating an inclusive 
atmosphere, asking relevant but not intrusive questions, collecting rich data that 
responded to the research, and building relationships of trust was not an easy 
task. Surely, aiming to fulfil the principle of the benefit of the doubt at times 
has meant other aspects of the research being backgrounded, and perhaps I 
would have gained richer and empirically more nuanced data for the different 
studies if more direct questions had been asked. In the process of compiling the 
results in the different studies being conducted and included in this thesis I have, 
however, tried to draw out rich data from fieldwork and also balancing such an 
intention with a reflexive approach to the research and an ethical concern 
towards participants and the relationships that developed over the course of the 
research. 
 

Ethical considerations 
In this chapter I have (at least implicitly) argued that ethical concerns in research 
are to be understood as an ongoing process that is actualised again and again 
during the whole process of the research, stretching from initial idea to 
withdrawal from the field of study and final reporting (Davies, 2008). This has 
been argued using vocabulary such as research positionality, reflexivity and 
study trustworthiness. For example, it has been argued that research reflexivity 
can be seen as a means of critically analysing the choices made during the 
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research process, which include a discussion on ethical aspects of the research. 
Cara Blaisdell (2015) suggests that personality, identity, emotions, ethics and 
epistemology are inseparable in research and draws the following conclusion:  
 

It is not possible for researchers to completely account for the various 
aspects of their positioning in social research contexts— and attempts to 
do so may not actually ameliorate the effects of that positioning. 
However, by taking a reflexive approach, researchers can foster 
transparency and honesty about the relational nature of the research 
process. (Blaisdell, 2015, p. 89) 

 
Although the intention to follow the principle of the benefit of the doubt and the 
previous discussion on research trustworthiness and reflexivity can be 
understood as ways to show ethical concern towards data (and research 
participants), the studies conducted within the framework of this thesis can, of 
course, also be more broadly situated within a more formal research ethics 
discussion. In general, the different studies conducted in this thesis have been 
performed in accordance with the ethical principles outlined in the Swedish 
ethics legislation (SFS, 2003:460; see also Swedish Research council, n.d; 
Swedish Research Council, 2017). Ethical approval was secured from the 
Regional Ethical Review Board of Linköping, for all the studies (Dnr 2013/470-
31 for Study I; Dnr 2018/410-31 for Studies II and III; Dnr 2016/241-31 for 
Study IV). Regarding Study IV an amendment to the former ethical approval 
was also secured (Dnr 2017/19-32).  
 
In all the studies (I-IV) participants were given both written and verbal 
information about the research, in terms of aims and procedure. They were also 
informed that participation was voluntary and could be withdrawn at any time, 
without any given reason and without repercussion on any services they 
received. Participants were also informed that all material (data) would be kept 
confidential and stored securely, according to the General Data Protections 
Regulations (GDPR). All data gathered, such as contact details, audio files, 
transcriptions of interviews and observational material has been kept on a 
password protected external hard drive that has been stored in a locked room 
during and after processing. Processing of data and meetings within the research 
team were held behind closed doors.  
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As regards information and consent, in Study I an information letter and 
informed consent form were sent to the homes of carers and care recipients who 
were approached. In Studies III and IV both the participating carers and care 
recipients received an information letter and filled in an informed consent form 
in connection with the first meeting. The goal in Studies III and IV was that 
both individuals in a couple could participate. Exceptions were made in two 
cases where only the carer was included in the study due to ill health and 
difficulties in speaking experienced by the care recipients and carers. In one of 
these cases I met both the carer and care recipient in their home and then applied 
the thoughts and routines of process consent (Dewing, 2008) in which informed 
consent is verbally negotiated in a sensitive manner at appropriate moments in 
time prior to, during and after the interview. In Study II, heart failure care 
professionals approached patients, provided them with information about this 
particular study and asked the care recipients for consent to contact their 
primary carer to be approached and asked to participate in the study (Swedish 
Research Council n.d; SFS, 2003:460).  
 
As regards confidentiality, in Study I, only registered users could access the 
web platform and the social forum being studied, which meant that no 
unauthorised person could access the online postings and discussions. Special 
guidelines were developed for how participants were to use and behave on the 
social forum. Participants were also informed that they could choose to be 
anonymous on the social forum, not using their real name and without 
publishing photos. They were encouraged not to mention the name of the care 
recipient and to leave out intimate and sensitive details. When selecting excerpts 
for this study, the research team made sure to use only discussions that were 
relevant for the research questions, and were careful not to use sensitive material 
if presented. In all studies excerpts have been translated into English in order to 
break any unforeseen link between an excerpt and an individual. Pseudonyms 
have been used for all names and places mentioned in the thesis, unless 
explicitly stated otherwise.  
 
In the research process, it was recognised that the participants were likely to 
have limited time and/or energy to participate in the studies as a direct result of 
their caring responsibilities or conditions/disabilities. In the research, I tried, 
therefore, to reflect constantly upon how to motivate and engage (potential) 
participants, without putting pressure or burden on them. When conducting the 
studies, I also strived to be as flexible as possible and to choose times and 
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venues that suited the participants. Also, where appropriate, (in Studies I and II) 
I informed potential participants that the project would pay for respite care 
services to enable the carer to be away from the care recipient or for their time 
to be recompensed if they were a working carer and needed to take unpaid time 
off work to participate in the study. When sensitive topics were discussed, I was 
careful to check up on the carers afterwards, supporting them and to inform 
them where to turn for professional support if needed.  
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6. FINDINGS 

 
This chapter contains a summary of the main findings presented in the four 
studies. These findings will then be drawn together in the subsequent Discussion 
chapter in an effort to present a more general discussion on the outcomes of the 
thesis as a whole, highlighting new insights and understandings concerning 
informal care in later life.  
 

Study I: Developing a (online) carer identity 
Research has shown that one of the main reasons why carers do not utilise 
different support services directed towards carers is that they do not always (or 
even rarely) self-identify as such (Carduff et al., 2014; Malm et al., 2019). In 
order to support carers therefore, it is crucial to gain an increased understanding 
on how carers conceptualise and understand their carer activities and in turn in 
what ways such activities can be understood or analysed in terms of carer 
identities. This was the focus of Study I, in which participation by older carers 
in an online social forum for carers was in focus.  
 
The study findings revealed that the presence or potential absence of recognition 
for the carers’ capacity to provide care, their understandings of being a carer 
and their life situation in general were seen by the participants as filtered 
through the needs of the care recipient. This brought the carer identity to be seen 
as something of an invisible self. More precisely, the results showed how the 
participants developed first-hand knowledge and sensibility concerning caring, 
regarding, for example, practical, medical, social and behavioral issues. The 
complexities of being a carer and these skills were, however, not always 
recognised. Firstly, the care was often seen as actions performed within the 
context of family life and as such more or less a marital duty. The institution of 
marriage was, for example, often mentioned, and participating carers indicated 
that they sometimes felt diminished by the burden of responsibility to be 
“respectable husbands/wives”. Thoughts about responsibilities and capabilities 
in relation to caring were also discussed, in terms of both self-worth and self-
neglect. To this end, the discussions were also filled with “markers” of identity.  
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Secondly, the carers reported that their capabilities and competencies as carers 
were not always recognised by professionals who performed formal care for 
their significant other, which further contributed to the construction of the 
invisible self. In relation to this, the carer participants expressed a need to be 
acknowledged as a competent alternative to professional care, rather than a 
supportive complement. This illustrates not only the importance of including 
the concept of identity when understanding the everyday lives of carers, but also 
the need for a well-developed health and social care system in which care 
professionals and carers can meet more as equals. 
 
The findings of Study I also showed that attending a social forum and having 
online communication with other carers (and a moderator), may serve as a 
support to create a virtual space of social recognition through which different 
experiences and capabilities attached to caring can be discussed. As such the 
online forum was thought to create a possibility for carers to be recognised by 
other participating carers. The social forum could function as a community of 
practice, where community members learned from one another and discussed 
and shared their experiences (Hanson et al., 2011; Allemann et al., 2019), which 
had an impact on the ways in which they conceptualised not only the meaning 
of informal caring but also their understanding of themselves and what they do. 
The social forum thus facilitated not only a “place” for recognition and 
knowledge exchange (learning) but also a possibility for making new 
acquaintances.  
 

Study II: Lifeworld in co-designing with carers 
Study II aimed to reflect on carers’ experiences of being involved in the 
development of a web-based support programme and subsequently discussing 
the challenges related to their involvement in the development process. The 
focus was on the different phases in the project (namely: recruitment, users’ 
needs and development) as well as the methodological challenges and 
opportunities that occurred in the user group sessions that were conducted.  
 
The findings highlighted that several methodological challenges may arise with 
and through carer participation, which in different phases can create possible 
tensions between researchers’ intentions and user inclusion. More specifically, 
the findings indicated a need for a flexible and reflexive methodology able to 
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meet the needs, preferences  and ideas of carers, and at the same time balance 
this with the proposed research outcomes in a human-centred, co-design 
process. A reflexive methodology and HCD approach does not only entail 
flexibility in terms of meeting the needs of participants, such as enabling them 
to participate throughout the process. It also puts forward the view that 
questions on recruitment and involvement strategies, as well as anticipated 
outcomes of research, are approached in a reflexive manner.  
 
Furthermore, in order to approach participants according to a lifeworld 
perspective the findings showed that it can be a valuable strategy to 
conceptualise and approach carers in terms of relationships rather than users (of 
a technology to be developed). This means, for example, focusing on 
participants in an HCD approach, as perhaps a support group, rather than users 
or a user group. Making room for the lifeworld in the HCD process also adds to 
a more critical perspective when it comes to developing different ICT-based 
support services. This critical perspective means focusing not only on the more 
instrumental aspects in the HCD process, such as the quality of contents being 
developed or motivating participants to use the technology, but also, for 
researchers to “become” facilitators who are equipped and able to balance the 
social relationships and potential power relationships which are generated in the 
HCD process.  
 

Study III: The balance in our relationship has changed 
Building on an ethnographic approach, Study III explored how the notions of 
couplehood and family life were understood and negotiated by older carers and 
their spouses. The findings showed that in the process of becoming a carer and 
care recipient, that is when one partner becomes ill and/or disabled and is cared 
for by the other, previous responsibilities such as housework and financial 
responsibilities are re-negotiated. These often gendered tasks in family life and 
in contract thus change between spouses at the same time as new practicalities 
in everyday life emerge in, for example, the form of emotional support and 
administering/receiving medical treatment. Although these changes in caring 
practicalities are mainly understood as a natural part of family life, they 
nevertheless lead to a change of the (power) balance between spouses. 
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In relation to these changes, the findings also revealed how the participants’ 
sense of we and I are negotiated between the spouses in relation to thoughts 
about, for example, health, personal autonomy, love and intimacy. When 
participants talked about their relationship and couplehood, the notion of we and 
I were often present but seldom seen as a question of either-or.  Rather when 
approaching couplehood in informal caring there are simultaneously 
experiences of the we and the I being present. Even if one,  for example, thinks 
that one’s role as a spouse has evolved into that of a carer, rather than a spouse, 
expressed in terms of a more professionalised relationship, there can still be a 
sense of we present in the narratives in certain situations and at certain times. 
Thus, there is a more fluid, rather than fixed,  understanding of the concept of 
couplehood. In order to maintain this experience, and what can be called a 
nurturative relational context, the carer also often engaged in emotion work to 
promote what is considered to be the “right feelings” as spouses, taking care of 
their spouse and promoting feelings of mutuality. The care recipient, on the 
other hand, often talked about couplehood and their relationship in terms of 
gratitude and dependence, highlighting an evolving asymmetry within the 
relationship. The participating couples’ understandings of couplehood in 
informal caring are related to what is considered to be marital obligations and 
perceived societal expectations and ideals concerning not only marriage but also 
thoughts about the value and autonomy of the individual.  
 
The findings further show that a sense of social isolation was apparent among 
some of the participants. Social media, apps and online games are sometimes 
used to create digital spaces in which participants can maintain connections with 
friends and children, uphold hobbies and interests, find time for themselves and 
regain energy by having a temporary pause from spousal informal care. Such 
strategies also enabled some couples to find balance and a sense of autonomy 
in their lives as a family.   
 

Study IV: Social life and asocial bodies 
Research has suggested that social connections and situations, as well as the 
qualities of social life, have a profound impact on people’s health. Therefore, 
utilising data gathered through interviews and observations and an ethnographic 
approach, Study IV aimed to explore the social implications and consequences 
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of spousal informal care and how carers and care recipients experience illness 
and the ill body.  
 
The findings showed that the participants, to varying degrees, experienced 
different barriers to living life as before and to being socially engaged in the 
context of informal spousal care. In the narratives, participants talked about a 
presence of a social context, through which they could find social support and 
energy in everyday life, and as a means of handling the strains that may come 
with informal care. However, although they talked about a variety of existing 
social bonds with, for example, former colleagues at work, friends and adult 
children, and the significance of such contacts, in general they also expressed a 
wish to be able to engage more in social activities and social life. Put differently 
there was a distinction made between having social relationships with others, 
and a possibility of turning such relationships into a socially rich life. 
 
The findings revealed that the participants’ social life was to a large extent 
related to thoughts about the body, illness and bodily capabilities (usually 
connected to the care recipient). In fact, the (ill) body was often looked upon as 
conditioning not only what the participating couples could do in relation to 
physical abilities, but also what to expect in terms of social life. Bodies that do 
not function physically and/or mentally were seen as asocial and related to 
feelings of shame. Understood as a broad concept that included several 
emotions, shame, in the form of feelings such as inappropriateness for social 
discomfort, appeared when the participant looked upon themselves (or their 
spouse) in a negative/limited way, or expected to be viewed negatively through 
the eyes of the Other. Normative understandings of bodies, thus brought social 
consequences. Thoughts about or the presence of ill and “leaking” bodies 
became manifested in “self-chosen” social exclusion, or experiences of social 
distancing by others. Consequently, the findings revealed that it was not 
necessarily the case that these bodies would not function socially, but rather that 
the participants felt worried/restricted due to them being concerned about bodily 
norms and expectations, and how others would react to their (or their spouse’s) 
asocial body. The social lives of the participating couples were, however, not 
exclusively conditioned by ill/(a)social bodies, they were also connected to the 
ways in which the participants used to organise life before illness occurred. In 
relation to this, the result showed that the social consequences of informal care 
were also formed and reformed by gendered understandings. 
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Emphasising how important the functioning and capable body can be for the 
ways in which social bonds deteriorate or can be strengthened, expressions of 
social isolation and loneliness were expressed by the participants and largely 
related to informal care predicaments. In managing feelings of (bodily) shame 
and creating new social paths, several participants became involved in patient 
organisations, carer organisations or other voluntary organisations or activities. 
Thus, the participants did what they could to reconnect to others and also 
possibly make new acquaintances.  
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7. DISCUSSION  

Carers make a significant contribution to the (formal) care and welfare system, 
nationally and internationally. Through informal care, the amount of formal 
home care and costs of public care are reduced (Bremer et al., 2017; Zigante, 
2018), and the long-term care of care recipients are made possible (Spasova et 
al., 2018). Although this contribution (of informal care) has not always been 
recognised in society but rather frequently previously been taken for granted, it 
has begun to be increasingly addressed in both policy and practice during recent 
years (Zigante, 2018). This can be exemplified in the work on and development 
of a national carer strategy in Sweden (Socialdepartementet, 10-10-2019). This 
development might also be seen as particularly welcomed in a time of ageing 
populations and increasing life expectancies. Research further points out that 
there is an increasing re-familisation of care, nationally and internationally 
(Szebehely & Meagher, 2018). Many EU-countries are prioritising home care 
(ageing in place) in their policy documents (Spasova, 2018), and in Sweden this 
can be seen in different governmental reports about so called “God och nära 
vård” (which means Good and close care; SOU, 2019:29, 2020:19). Following 
such incentives, it is thus reasonable to argue that informal care in general and 
care in people’s own homes in particular, will continue to increase, having a 
significant impact on carers and care recipients and their daily lives (Spasova, 
2018).   
 
Based on this, it is of relevance to investigate the meaning of informal care and 
how it impacts on carers and care recipients daily lives. Therefor the aim of the 
thesis was a) to analyse how informal care influences the identity of carers and 
care recipients, their sense of couplehood and social health, and b) to explore 
the use of Information and Communication Technology (ICT) in the context of 
informal care and the everyday lives of older people. In this chapter, addressing 
this aim, I will discuss the main findings of the thesis in relation to current 
scholarly debates.  
 

Informal care as an identity forming practice  
Taking as a starting point in online carer identities in study I, the thesis showed 
how the process of becoming and being a carer had a significant impact on 
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carers’ understanding of self (see also Eifert et al., 2015). On the one hand, 
carers described positively associated feelings of accomplishments and gained 
insights and competences gained due to their informal care situation. Carers also 
learned to take on new tasks which in turn influenced their self-understandings. 
On the other hand, the participants also expressed feelings of being/becoming 
invisible in relation to the care recipient´s needs and in relation to care 
professionals, who did not always acknowledge their capabilities and 
knowledge about needs of the care recipient. This was conceptualised in terms 
of the formation of an invisible self in informal care (cf., Heward et al., 2011). 
Echoing these dual identity forming experiences in informal care, in Study II, 
the different phases of a co-design process with carers were described. Hence 
in Study II the focus was on analysing a co-design process involving carers in 
the development of a web-based support programme for carers. The findings 
here showed that no matter how well planned by researchers a co-design process 
may be, unforeseen changes in carers’ daily lives and lifeworld, including how 
they look upon themselves as carers, impacted on the recruitment and 
participation in the design processes. Following this, in Studies III and IV the 
question of informal care as an identity forming practice was further explored 
in relation to couplehood and social life. Here we could see how the distinction 
between the private sphere and the public sphere were blurred, as carers 
increasingly developed a sense of a professionalised identity and relationship 
with their spouse. In this process aspects of social life, spending time with 
friends and “being who you are”, sometimes were experienced as being 
backgrounded (by both carers and care recipients) due to the informal care 
situation. This was expressed in terms of a life that did not turn out as planned 
or expected.  
 
Although I, in line with previous research (Montgomery & Koslosky, 2009; 
Eifert et al., 2015), argue that informal care is to be understood as an identity 
forming practice, it should not be taken for granted that all carers themselves 
identity as such. Therefore it can also be argued that carers who do not self-
identity as carers are less likely to utilise support services, due to care being 
understood as a natural part of marriage for example. Scholars have suggested 
that there is a need for multiple support services to meet the complex and varied 
needs and preferences of carers and care recipients (Eifert et al. 2015). In 
relation to the concept of identity, this thesis shows that there is a need to 
increasingly recognise (and support) the  contribution of carers in informal care, 
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and to improve co-operation between carers and the formal sector (see also 
Eurocarers, 2015; SOU, 2016; Nolan et al., 1996; Plöthner, et al., 2019).  
 
Despite the existing body of research on informal care and the ongoing 
development of different intervention programmes and support systems, it 
seems that professionals and policy makers alike still seem to struggle with the 
challenges that comes with supporting the growing population of people 
involved in informal care in order to meet their needs (Zigante, 2018; Spasova, 
et al., 2018). To understand informal care as an identity forming practice, 
therefore, we need to not only develop diverse support services, but also address 
how informal care and (others’) classifications of carers and care recipients may 
background identity claims that may fail to relate to the particularity of carer’s 
and care recipient’s informal care situation. In order for people to feel 
autonomous, a social worth, and not being “made” invisible, there is a need for 
them to be able to also pursue other key aspects of life, such as friendships and 
hobbies. One could go even further, and argue that the development of support 
for carers and care recipients should not focus exclusively on the caring 
situation. It should also focus on bridging predicaments/particularities of 
informal care with other (identity forming) aspects of life. This perspective can 
be exemplified in terms of involving carers and care recipients in the 
development of support services with an increased focus also on their goals and 
ambitions (how they want to live their lives and not only what they need for 
managing their informal care situation) (Leslie et al., 2019). In relation to the 
re-organisation of the health and care system in Sweden (see for example ”good 
and close care”) this knowledge would be seen  as central as the amount of care 
being conducted in people´s homes will likely increase in the future. Jarling 
(2020) also emphasise the significance of not merely focusing on medical 
and/or functional factors when aiming to provide “good home care”.   
 
Further, as the conditions and support services for informal care changes and 
develops we also need to refine and develop new theoretical concepts that have 
a bearing on the complex experiences of people involved in informal care. As 
previously suggested by Montgomery and Kosloski (2013) researchers, policy 
makers, practitioners and of course people involved in informal care, need 
sufficient analytical tools/concepts to explain and understand the mechanism by 
which for example stress, loneliness, lack of autonomy arises in informal care, 
and by implication, the mechanisms by which it can be understood, met and 
possibly relieved. “Armed with an understanding of the source of caregiver 
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distress and the intended purpose of support services, /…/ providers will have a 
greater opportunity to effectively support caregivers” (Montgomery and 
Kosloski, 2013, p 151). Thus, by approaching informal care as an identity 
forming practice, and by gradually developing new theoretical concepts for 
understanding informal care, we can also assess the development of different 
support systems and understand why and how they are used, or not. This 
illustrates not only the importance of including the concept of identity when 
understanding the daily lives of carers, but also the need for a well-developed 
health and social care system in which care professionals (the welfare system) 
and carers can meet more as equals and utilise each other’s competencies (see 
also SOU, 2016; Jarling, 2020). How professionals and the health and social 
care system view carers also affects what support is being offered to them (see 
e.g. Twigg & Atkin, 2002). Nolan et al. (1996) proposed the partnership model 
which takes into account the temporal nature of informal caring. Namely that 
carers’ needs, preferences and situation changes over time which is important 
for professionals to take actively into consideration so that appropriate support 
can be provided timelier. In a partnership model carers’ and professionals meet 
increasingly as equals with their respective expert knowledge about the care 
recipient´s needs and preferences. This might be of particular significance as 
the results show that the informal care practices may (albeit unwittingly) lead 
to a situation in which the carer/care recipient identity is the “only” aspect of 
identity that is being acknowledged. Thus, being involved in informal care may 
background (make invisible) other aspects of the participants identities. Social 
health is enabled by the acknowledgement that identity is complex. Restraining 
the possibility for complex identity constructions may therefor render in 
decreased (social) health. This will be further discussed below.   
  

Couplehood and social health  
As mentioned in the introduction, the question of social relationships and a 
relational perspective gradually evolved throughout the research process and 
when compiling the initial results of this thesis in Studies I and II. The social 
dimensions and implications of informal care has thus been at the heart of the 
studies included in the thesis, in one way or another. This has not only 
concerned what could be perceived as the more obvious relationship between 
carers and care recipients (Studies III, IV), but also relationships between carers 
and care professionals (and by extension the welfare state) (Study I), carers and 
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researchers (Study II), men and women (Study III and IV), the social 
dimensions of healthy and unhealthy bodies (Study IV). The thesis showed that 
neither carer identities (as above) nor informal care in general take place in a 
socio-cultural vacuum. Rather, I have argued, they are influenced and formed 
by different understandings of informal caring and how it may impact on both 
the carer and the care recipient and their social lives. Despite the significance 
of social relationships in the context of informal care, the social relationships of 
carers have scarcely been considered in carer research thus far (Keating & 
Eales, 2017). Larkin explains:  
 

With some exceptions, an overarching feature of carer related research is 
its tendency to focus on caring as an activity outwith the care 
relationship. This approach risks eclipsing the dyad and of failing to take 
account of the pre-existing and current relationship in influencing caring. 
(Larkin et al., 2018, p. 62)  

 
In the thesis I used the concept of couplehood to analyse the dyadic relationships 
between older spousal carers and care recipients, and how their social lives (as 
well as their relations with others) are affected, largely due to their informal 
caring situation. The thesis also showed how the informal care situation 
impacted on the dynamics of power in relationships and the relational autonomy 
between spouses. The participants’ sense of we and I, their couplehood (as put 
by Kaplan 2001), was to this end continuously being negotiated in relation to 
health, sense of moral obligations within the institution of marriage, autonomy, 
gender, caring and identity. Although the sense of we was sometimes 
understood as maintained by only one party (if any), the participants still 
expressed that they felt obligated to act honourably, fulfilling the ideal of taking 
care of one another “for better or worse”.  
 
This is in line with previous research which discusses the impact of moral (read 
marital) obligations on spousal caring (Lüdecke et al, 2018;). They were, in this 
sense, working hard to do family life and couplehood (Morgan, 2011), and in 
this process, also navigating between certain feeling rules (that is, what they 
think they should feel) and emotion work (what they try to feel) (Hochschild, 
2003). In relation to existing scholarship on embodiment, the thesis further 
highlighted the interconnection between illness, thoughts about asocial bodies 
and social life (Study IV). The thesis showed that not only was the care 
recipient, the “bearer” of the ill body, affected by physical limitations and a 
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decreased social life but also that there was a certain transferability to the social 
lives of their spouses (carers). In line with Yorgason and Choi (2016), therefore, 
I argue that the ill and asocial body to some extent “belong” to the couple (See 
also Bielsten, 2020). Although the participants in (predominantly) Studies III 
and IV had access to a social network, nevertheless they, as spouses, 
experienced limitations in their social life, which can be traced to and 
manifested in relation to feelings of social exclusion, isolation, loneliness and 
shame (see e.g. Dolezal, 2015). Thus, their social health was significantly 
affected by their informal caring situation (see also Greenwood, 2018; 2019). 
Mirroring Hellström (2005) and Bielsten (2020), who view dementia as a dyadic 
condition and emphasise the importance of couples doing things together to 
sustain their sense of couplehood, this thesis show how the participants by 
different means try to uphold joint activities and social life. In doing so they do 
couplehood in the context of informal care. In this thesis, however, I also show 
that the participants sense of couplehood is related to their own sense of 
autonomy, and them being able to do things on their own and by themselves to 
feel visible and independent. What is being expressed is that one has to take 
care of the I in order to maintain/support a sense of We (couplehood).  
 
Larkin (2011, p. 10) discussed how “the evolution of Western societies’ views 
of health has led to  multidimensional views of health”, and explains that this 
multidimensional view means that there is now a greater awareness of the social 
aspects of health. Whilst it is widely acknowledged that there exists an extensive 
number of social influences on our health (See Larkin, 2011), this thesis 
contributes in particular to the debate on the interrelatedness of social health 
and informal care, including the interrelatedness between physical health 
(illness) and social health. As the thesis shows, there are multiple factors that 
may hinder people involved in informal care from participating equally and 
socially in society. Experiences of hindrances or limitations can, of course, be 
manifested in many ways on diverse levels simultaneously. On an emotional 
level, for example, they may be manifested in feelings of shame for a body that 
does not function in accordance with social norms and expectations, and in 
social exclusion and loneliness. On a practical level, they may be expressed in 
terms of participants not having enough time to socialise due to their informal 
care situation, or that places for social encounters are actually being physically 
inaccessible.  
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Further, on a symbolic level, we have seen how questions concerning power 
and autonomy are continuously handled in the participants’ situations. This is 
expressed when peoples’ capacities as carers are questioned or failed to be 
recognised by professionals. It is also actualised when carers and care recipients 
discuss informal care in relation to marital (and gendered) obligations and how 
these relate to their perception of autonomy in daily life, which can further be 
related to an ongoing debate on informal care responsibilities and human rights 
(Clements, 2013; Knight & Davy, 2019). Within this debate it is posited that to 
care can be seen as a human right, and that being a carer should be a protected 
status in the antidiscrimination legislation (Clements, 2013). Not all scholars 
agree, but the main point here is that this debate acknowledges that carers are 
often unable to fully participate in society due to their (obliged or “self-chosen”) 
caring responsibilities. For example, high intensity carers are shown to often 
experience social isolation, to be, to a larger extent, unemployed and to be more 
financial disadvantaged (Hill et al., 2016). The barriers described above are to 
be understood as having a significant impact upon the conditions necessary for 
to equally and socially engage in society, thus upon their social health and well-
being. Furthermore, research (Carretero et al., 2012, 2015) supports the idea 
that the different studies conducted showed that technology can impact 
positively on the carers (and care recipients) everyday lives in various ways.  
 

Co-design and ICT-based support  
Internationally (and nationally), researchers as well as policy makers have 
recognised the need to develop different ICT-based solutions for informal carers 
(Carretero, 2015; Eurocarers, 2015; Hales & Fossey, 2018). In order to develop 
effective ICT-based solutions that truly meet the needs and preferences of 
carers, then carers should be involved in the development process (Alhassan, 
2020). Hence in Study II the focus was on analysing a co-design process 
involving carers in the development of a web-based support programme for 
carers. The thesis emphasised the importance of recognising the lifeworld 
perspective of carers in the development process, and pointed towards the 
importance of meeting potential users’ needs not only in the development 
process of a certain product but also and perhaps more importantly in terms of 
having a relational perspective (between researchers and users- in this instance, 
carers) and being flexible as regards how the design process interfered with 
participants’ daily social lives (Donetto et al., 2015; Voorberg et al., 2015). 



 80 

Such a focus opens up for a more critical and/or flexible approach to the 
development of different ICT-based support services. Adding to this, as the vast 
majority of empirical studies, whilst data rich, usually remain theory poor (see 
Bergström & Hanson, 2017), this thesis makes a specific contribution to the 
growing body of knowledge by providing theoretical perspectives on how to 
understand co-design and ICT-based support in informal care.  
 
From a relational perspective, the relationship between carers and researchers 
is important to consider within the co-design process. Research highlights that 
in order to develop technological solutions that can actually contribute to make 
caring sustainable, it is of importance to recognise that carers (and caring) “are 
embedded in complex relationships” (Leslie et al., 2019, p. 447). Only focusing 
on carers’ needs (which is common) and the basic tasks of providing care won´t 
capture this, instead Leslie et al (2019) claimed that the focus in the co-design 
process with carers should be on their goals (see also Magnaye et al., 2020) and 
more precisely what carers’ hopes will happen in the future, a perspective that 
relates to the previous discussion on the importance of enabling complexity in 
the social construction of identities for social health. Leslie et al. (2019) 
explained:  
 

Taking goals as the starting point gives relationships a place, alongside 
tasks, in the technology design discussion. In this rebalancing of task and 
relationship work in the design process, care made more efficient or 
effective by technology becomes a means to an end, rather than the end 
in itself. (Leslie et al., 2019, p, 448)  

 
Focusing on goals rather than needs may render in new ideas and possibilities 
in the development of ICT based support services. In Study III, for example, the 
exploration of couplehood in spousal informal care and the usage (or not) of 
technology in their everyday lives was analysed. This study showed that carers 
and care recipients used technology to reconnect with friends and family and 
engage in common activities. These activities did not always connect to their 
caring situation “per se” however, but were rather understood as a means to, for 
example, get a temporary respite from their care situation. In order to develop 
technology-based support that meet carers and/or care recipients goals, needs 
and preferences it can therefore be argued that it is of central importance to see 
and ask involved parties about what they use ICT for in their daily lives.  
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As regards the significance and impact of ICT-based support, the thesis also 
highlights that ICT can offer the opportunity for people involved in informal 
care to share their caring situation with others in a similar situation and help 
them to feel acknowledged, countering feelings of social isolation and 
loneliness (Studies I and III; see also Newman et al., 2019). The thesis also 
showed that daily use of, for example, basic technological tools can facilitate 
health management and offer support in the caring situation when it comes to 
keeping track of and documenting the care recipient’s health status (Study III; 
see also Carretero et al., 2015; Magnusson et al., 2002). This in turn, may make 
it possible (or easier) for some of the couples to stay together and maintain 
couplehood.  
 
Further, the thesis showed that ICT could be used as a means for creating a 
digital space in which carers could at least temporarily, and in different ways, 
get respite from caring responsibilities and a life situation that was understood 
as demanding or challenging (Studies I-III). Technology was, for example, used 
to maintain personal interests (hobbies) or re-establish social connections (when 
it was impossible to meet due to the care recipient’s illness for example). As 
previously mentioned, such strategies could also be understood as a way of 
entering the online context to manage the complexity of autonomy within 
couplehood. This is in line with recent research investigating carer’s goals in a 
co-design study, in which carers filled in an online survey where they were 
asked to prioritise their goals across seven life domains (Magnaye, et al., 2020). 
The research showed that goals related to the caring situation were not the 
highest priority amongst carers; priorities were rather “physical, mental and 
emotional health as well as financial and social well-being goals” (Ibid, p. 
2017).  
 
In relation to this, synthesising the arguments, the thesis illustrated the 
interrelatedness between online and offline activities in informal care. Scholars 
have, for example, argued that ICT and ICT-based support can decrease and 
prevent social isolation. Joyce and Loe (2010) previously suggested that:  
 

Elders creatively utilize technological artifacts to make them more 
suitable for their needs even in the face of technological design and 
availability constraints. In this way they are technogenarians; individuals 
who create, use and adapt technologies to negotiate health and illness in 
daily life. (p. 1)  
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Although this understanding and perspective is also supported by this thesis, it 
can be noted that technology-based services can serve simultaneously to 
exclude people (for example older people) who might lack skills, motivation or 
money to use technology (Maskeliunas et al., 2017). For example ICT was 
largely understood as potentially facilitating support, but less understood as 
something which had the potential to necessarily solve all the strains and 
relational imbalances that came with informal care. ICT can therefore, I argue, 
not be understood as a panacea and final solution for the predicaments that 
carers and care recipients meet in daily life, which has been discussed in detail 
in previous sections. It can, however, be noted that the value of co-design is of 
central importance, as are diverse ICT-solutions that can support carers (and 
care recipients). From a democracy-perspective and how it may serve to 
empower citisens (older carers and care recipients) ICT certainly can be seen as 
a means for individuals to maintain a daily life of their choice.  
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8. CONCLUSIONS  

Based on the findings, the following conclusions can be made:  
 

1. Becoming and being a carer and carer recipient have a significant 
impact on involved parties’ daily life, their understanding of their 
relationship (couplehood) and self.  To meet the needs and preferences 
of carers and care recipients, it is therefore vital to address informal 
care as an identity forming practice having a significant impact on 
social- and family life.  

2. Taking a relational perspective, the thesis conclude that new power 
relationships and gender dynamics between spouses evolve due to a 
caring situation. Carers and care recipients sense of we and I, their 
couplehood, is being negotiated in different ways, in relation to for 
example health, sense of moral obligation within marriage, sense of 
autonomy and thoughts about a professionalised relationship.  

3. Informal care has implications for the carers’ and care recipients’ social 
health. Carers and care recipients often experience a sense of loneliness 
in their relationship. Not only is the care recipient’s social life affected 
by physical limitations due to illness, the thesis shows that there is a 
certain transferability of ill bodies also to carers. Illness and the ill and 
asocial body (and its implications on social life) are thus intersubjective 
and to be understood as “belonging” to the couple. 

4. The thesis concludes that online interaction (with for example other 
carers) can be used as a flexible and emancipatory mean for carers to 
socially negotiate their understanding and doing of informal care. It is 
shown that ICT can be used as a means to manage care, as well as a 
way for carers and care recipients to uphold (joint) hobbies, interests 
and social contacts, and negotiate couplehood. This shows the 
importance of having a lifeworld perspective when developing, and co-
designing, ICT based support services. At the same time the thesis 
served to acknowledge that ICT was however not seen as a tool for all, 
nor as potentially solving all challenges in the informal caring situation. 

 
In the context of increased awareness about ageism, stigmatised illnesses and 
social exclusion, for example, the thesis raises questions on how social worth 
and social health are negotiated and managed in informal care in general and in 
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relation to carers’ and care recipients’ sense of identity and couplehood in 
particular. One might argue that care recipients and carers included in this thesis 
many times risk to be excluded, not only from their social bonds due to informal 
care, but also to become invisible in society or “the social order”. This has 
implications for informal caring and how it is understood.  
 

Implications and future research  
This thesis shows that carers possess unique insights in and knowledge about 
the care recipient’s condition and needs. Acknowledging carers’ lifeworld and 
knowledge, the thesis argues that there is a need for a cultural change within 
current health and social care systems to increasingly recognise this, and to 
improve/develop the co-operation between carers and the formal sector. The 
support services developed within the context of informal care need to consider 
not only care recipients and carers individually, but also their understanding of 
their relationships and how they socialise with others. Few, if any, services 
today (within elder care) are targeted at supporting both care recipients’ and 
carers’ identity, couplehood, social life and relationships to family and friends.  
 
Given the significance of understanding informal care as an identity forming 
practice, in combination with the technological development in which ICT is 
seen as a promising way to support carers and care recipients, further research 
could also investigate the interplay between identity formations in the online 
and offline context. Further, there is a need for sensitivity in future research 
about ICT and informal care, taking into account that ICT brings a duality, 
where it can have positive impact in some situations and work as a means to 
handle the informal care situation and, for example, help to stay connected with 
family and friends, while it in other situations risk to exclude people from help 
and support who have lower digital literacy or other marginalised positions.  
 
This thesis gives voice to both carers and care recipients which is often lacking 
in the majority of carer research thus so far. To broaden our knowledge on the 
complexities of informal care and its impact on identity, couplehood and social 
health, further research would also benefit from including voices from a 
heterogenous demographic sample, reaching those that usually are difficult to 
reach. Although this thesis is based on a heterogenous sample, some voices have 
not been fully represented. Therefore, experiences from carers and care 
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recipients with, for example, migrant backgrounds as well as lesbian, gay, 
bisexual, transgender and queer people would be of relevance. 
 
Finally, there is a need for further research regarding the consequences of 
increasingly transferring the responsibilities for health and social care from the 
formal sector to informal carers (and care recipients). In a time when an 
increasingly amount of specialised care is being provided in people´s own 
homes, there is a need for increased knowledge on how this will potentially 
impact on carers’ and care recipients’ everyday lives, and more specifically on 
their identity, couplehood and social health.  
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Svensk sammanfattning 

Trots att det yttersta ansvaret för stöd och omsorg till äldre vilar på kommunen 
och på det svenska välfärdssystemet, är det vanligt att anhöriga på olika sätt och 
i olika omfattning ger stöd, hjälp eller vård till sina närstående. Med anhörig 
menas här en person (familj, vän, granne eller annan) som ger regelbunden 
hjälp, stöd och/eller vård till en närstående som är långvarigt sjuk, är äldre eller 
som har funktionsnedsättning. Med närstående menas den person som är i behov 
av hjälp, stöd och/eller vård.  
 
Forskning visar att uppemot tre-fjärdedelar av all omsorg av äldre ges av 
anhöriga. Att ge och ta emot informell omsorg kan ha både positiv och negativ 
inverkan på inblandades vardagsliv och livssituation. Bland annat vet vi att 
relationen mellan närstående och anhörig har betydelse för den närståendes 
hälsa. Vi vet också att anhörigas livssituation och hälsa påverkas och att 
omsorgssituationen är särskilt betungande för anhöriga som exempelvis ger mer 
omfattande stöd, som lever tillsammans med den närstående samt anhöriga till 
personer med demens. Även om informell omsorg är att betraktas som något 
relationellt, något som delas mellan anhöriga och närstående, tenderar forskning 
om informell omsorg att fokusera antingen den anhöriga eller den närstående, 
även om undantag finns inom exempelvis demens- och hjärtsviktsforskningen.   
 
Denna avhandling är en del av två stora forskningsprojekt. Studie I är 
genomförd inom ramarna för EU-projektet INNOVAGE och studie I-IV i 
forskningsprogrammet ICT4SelfCare. Avhandlingen är genomförd i en 
hälsovetenskaplig kontext. Det övergripande syftet var att a) analysera hur 
informell omsorg kan förstås i relation till anhöriga och närståendes 
identitetsskapande, deras sätt att se på och förstå sin parrelation (couplehood) 
och vilken betydelse den informella omsorgssituationen har för deras hälsa och 
b) utforska betydelsen av Informations- och kommunikationsteknologi (IKT) 
som stöd i en informell omsorgssituation och äldres vardagsliv.  
 
Avhandlingen bygger på fyra delstudier/artiklar som förenas genom ovan 
formulerade syfte och ett övergripande etnografiskt förhållningssätt. Utifrån 
avhandlingens etnografiska förhållningssätt har min roll som forskare varit att 
agera medresenär i anhörigas och närståendes vardagsliv. Jag har på olika sätt 
försökt komma deltagarna nära och förstå deras erfarenheter av informell 
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omsorg och dess konsekvenser i deras vardag. Data har samlats in med hjälp av 
intervjuer, observationer och informella samtal. Jag har också analyserat 
diskussionstrådar från ett forum för anhöriga på internet samt studerat anhörigas 
deltagande i en co-designprocess avsedd att utveckla ett internetbaserat 
stödprogram för anhöriga. Studierna följer forskningsetiska principer och har 
getts etiskt tillstånd av Etikprövningsnämnden i Linköping.  
 
Teoretiskt utgår avhandlingen ifrån ett socialkonstruktionistiskt perspektiv, där 
förståelsen för den sociala verkligheten ses som något som skapas eller görs i 
interaktion mellan människor. I delstudierna har sedan, i relation till detta mer 
övergripande perspektiv, olika analytiska begrepp tillämpats för att förstå och 
tolka det empiriska materialet. Bland annat har informell omsorg analyserats 
som en identitetsskapande process och i relation till görandet av familj och 
(par)relationer. Studierna tar även upp frågan om hur informell omsorg kan 
förstås i relation till olika genusmönster. De olika delstudierna och deras resultat 
kan sammanfattas enligt följande:  
 
Delstudie I syftade till att beskriva hur anhöriga förstår sin identitet som anhörig 
och hur informell omsorg diskuteras på ett forum för anhöriga på internet. 
Studien byggde på ett netnografiskt tillvägagångssätt. Netnografi har ibland 
kallats för online-etnografi och bygger i stort på liknande metodologiska 
principer för datainsamling. I studien deltog 44 anhöriga som stödjer, hjälper 
eller vårdar en äldre person och resultatet visade hur deltagarna på olika sätt gav 
uttryck för att deras sätt att se på sig själva förändrades när de blev anhöriga. 
Bland annat upplevde deltagarna att deras förmågor, kunskaper och behov, och 
generellt hela deras livssituation, tenderade att filtreras genom deras 
närståendes behov och hälsosituation. Dessa upplevelser, där de egna 
kunskaperna och kompetenserna överskuggades, av ofta förgivettagna 
omsorgsinsatser, resulterade i att anhöriga kände sig osynliggjorda, vilket 
konceptualiserades i studien som självets osynliggörande i och genom informell 
omsorg. Samtidigt visade resultaten att ett socialt forum på internet riktat till 
anhöriga kan bidra till att skapa en virtuell rumslighet för socialt erkännande 
där självet synliggörs.  
 
I studie II deltog 7 anhöriga i en utvecklingsprocess av ett webbaserat 
stödprogram riktat till anhöriga till personer med hjärtsvikt. Syftet med studien 
var att reflektera över anhörigas erfarenheter av att delta i denna forsknings- och 
utvecklingsprocess (co-design) och reflektera över de metodologiska 
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möjligheter och utmaningar som deltagandet innebar. Studien berörde de olika 
faserna i co-designprocessen och områdena; (i) Rekrytering och att möjliggöra 
deltagarnas deltagande över tid, (ii) Anhörigas behov och preferenser samt (iii) 
Användargrupper och utveckling av stödprogrammet. Resultaten från studien 
pekade på behovet av att utveckla flexibla metoder för anhörigas deltagande i 
co-designprocesser, för att kunna möta deras behov och preferenser (deras 
livsvärld) och samtidigt balansera detta med de mål och ambitioner som satts 
upp i och genom den forskning som initierats av forskare. Inspirerad av 
Habermas terminologi diskuterades denna flexibilitet i co-designprocessen som 
en slags spänning mellan ett systemperspektiv och den enskildes/anhörigas 
livsvärld. Genom att närma sig frågor om rekrytering utifrån ett 
livsvärldsperspektiv och fokusera på de relationer som utvecklas i en co-
designprocess visade studien på de metodologiska utmaningar som kan 
föreligga i att utveckla ett stödprograms innehåll och kvalitet, samtidigt som 
sociala relationer och maktförhållandena mellan forskare och deltagare 
balanseras på ett ömsesidigt sätt.  
 
I genomförandet av studie I och II, i vilka anhörigas röster fokuserades, 
aktualiserades betydelsen av relationen till den närstående och den närståendes 
perspektiv. I studie III och IV kom därför, som en följd, både anhöriga (9) och 
deras närstående (7) att involveras. Syftet med studie III var att utforska och 
analysera hur anhöriga och närstående förstod sin parrelation (couplehood) och 
hur denna påverkats av att familjelivet alltmer kommit att präglas av att ge och 
ta emot informell omsorg. Resultaten visade att processen att bli anhörig och 
närstående (snarare än man och hustru) innebar en rad omförhandlingar av 
ansvarsområden i hemmet, vilka bland annat sammankopplades med olika 
förståelser för kön och förväntningar på män respektive kvinnor i familjelivet. 
Studien visade också hur nya uppgifter såsom administrativ och medicinsk vård, 
omsorg, ekonomiskt ansvar med mera omförhandlades när en part blev sjuk och 
i behov av stöd, hjälp och/eller vård. Även om dessa förändringar i huvudsak 
förstods som en ”naturlig” del av åldrandet, äktenskapet och familjelivet 
resulterade de inte desto mindre i förändringar i maktbalansen mellan anhörig 
och närstående. Detta uttrycktes och diskuterades i termer av en mer 
professionaliserad relation, vilken sammankopplades med upplevelser av 
bristande autonomi i vardagen och social isolering. IKT användes för att hantera 
omsorgssituationen genom att exempelvis dokumentera och följa upp den 
närståendes hälsotillstånd. Det användes också för att få en paus från 
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omsorgssituationen och att upprätthålla intressen, hobbies och kontakt med 
familj och vänner.  
 
Syftet med studie IV var att undersöka hur sjukdom, och tankar om den sjuka 
kroppen, förhandlades och hanterades i den informella omsorgssituationen och 
på vilket sätt detta påverkade anhöriga och närståendes sociala liv. Resultaten 
visade att deltagarna upplevde olika hinder att engagera sig i sociala aktiviteter 
och begränsningar vad gäller möjligheterna att leva livet på ett sätt som de 
gjorde innan de ”blev” anhöriga och närstående. Den sjuka kroppen sågs i stor 
utsträckning som villkorande för det sociala liv som deltagarna berättade om. 
Även om deltagarna klargjorde att de hade ett socialt nätverk menade de att 
sjukdom och den informella omsorgen innebar att detta nätverk svårligen lät sig 
översättas till ett socialt rikt vardagsliv. I själva verket var tankar om sjuka och 
”läckande” kroppar ofta närvarande som en barriär för deltagande i sociala 
aktiviteter och umgänge. Den sjuka kroppen ansågs också vara den asociala 
kroppen. Deltagarna (såväl anhöriga som närstående) valde, trots tillgången till 
sociala kontakter, ibland social isolering för att undvika känslor av social skam 
eller andras undvikanden.  
 
Utifrån avhandlingens delstudier kunde följande slutsatser dras:
 

1. Att ge och ta emot informell omsorg kan ha betydande påverkan på 
närstående och anhörigas vardagsliv, deras sätt att se på sin relation 
(parrelationer) och självförståelse. För att möta de behov och 
preferenser som anhöriga och närstående ger uttryck för är det därför 
viktigt att förstå informell omsorg som en identitetsskapande praktik 
(ett görande) som inverkar på människans hela sociala liv och 
familjesituation.  

2. Utifrån ett relationellt perspektiv, görs slutsatsen att informell omsorg 
innebär att nya maktrelationer och genusmönster utvecklas inom den 
informella omsorgsrelationen, till exempel mellan makar. Anhörigas 
och närståendes förståelse för ”vi” och ”jaget”, i sin parrelation, 
omförhandlas på olika sätt och kan förstås i relation till deras sociala 
hälsa, tankar om moraliskt ansvar inom äktenskapet och en 
professionalisering av relationen, samt känslan av autonomi i 
vardagslivet.  

3. Den informella omsorgssituationen påverkar anhörigas och 
närståendes sociala hälsa. Anhöriga och närstående upplever ensamhet 
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i tvåsamheten (relationen). Det är inte bara närstående som upplever 
fysiska begränsningar till följd av sjukdom, utan avhandlingen visar att 
det finns en viss grad av överförbarhet kring förståelsen för den sjuka 
och asociala kroppen som påverkar även anhörigas sociala liv och 
hälsa. Den sjuka och asociala kroppen (samt de sociala implikationer 
som följer) kan således förstås som ”tillhörande” paret, snarare än 
individen.  

4. I avhandlingen dras slutsatsen att IKT kan fungera som ett flexibelt och 
emancipatoriskt stöd och tillhandahålla en möjlighet för anhöriga att 
diskutera sin situation med andra anhöriga, få bekräftelse och bli 
synliggjorda. IKT kan användas som ett sätt att hantera 
omsorgssituationen genom att bland annat följa den närståendes 
hälsotillstånd. Det kan också användas som ett sätt för anhöriga och 
närstående att upprätthålla hobbies, intressen och hålla kontakt med 
familj och vänner såväl som att förhandla om eller upprätthålla 
parrelationen. Sammantaget visar detta på betydelsen av att ha ett 
livsvärldsperspektiv vid utvecklande (och co-design) av IKT-baserat 
stöd. Samtidigt är inte IKT att förstås som ett stöd för alla eller en 
potentiell universal-lösning för de utmaningar som anhöriga och 
närstående ställs inför.  

 
I kontexten av en ökad medvetenhet om exempelvis ålderism, stigmatiserande 
sjukdomar och funktionsvariationer samt social exkludering, belyser 
avhandlingen frågor om hur människors sociala värde och sociala hälsa 
förhandlas och hanteras i informell omsorg generellt och i relation till anhörigas 
och närståendes identitet och parrelation i synnerhet. Det finns argument för att 
anhöriga och närstående som deltagit i studierna i denna avhandling många 
gånger inte bara riskerar att exkluderas från sina sociala band på grund av den 
informella omsorgssituationen utan även riskerar att bli osynliggjorda i 
samhället och den sociala ordningen i stort. Detta har implikationer för den 
informella omsorgssituationen och hur den kan förstås, och kan ha negativ 
påverkan på anhöriga och närståendes hälsa och välmående.   
  
Anhöriga har många gånger unika insikter i, och kunskaper om, den närståendes 
hälsotillstånd, livssituation och behov. Avhandlingen lyfter betydelsen av att ta 
hänsyn till och erkänna anhörigas livsvärld och kunskap, och framhåller 
behovet av en förändring av den rådande kulturen inom hälso- och sjukvård, 
omsorg och socialtjänst för att erkänna detta och att förbättra/utveckla 
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samarbete mellan anhöriga, (den närstående) och den formella sektorn. Det är 
av betydelse att det stöd som finns tar hänsyn till, inte bara närståendes och 
anhörigas individuella behov, utan även deras förståelse av sin relation och 
relationen till andra och deras (sociala) hälsa. Få, om några, stöd inom 
äldreomsorgen är inriktade på att stödja den anhörigas och närståendes identitet, 
deras parrelation, sociala liv och relationen till övrig familj och vänner.  
 
I relation till betydelsen av att se informell omsorg som en identitetsskapande 
praktik och den tekniska utvecklingen, där IKT har visat sig kunna stödja både 
anhöriga och närstående, skulle fortsatt forskning kunna undersöka samspelet 
mellan identitetsskapande både offline och online. Vidare så finns ett behov av 
sensitivitet i den fortsatta forskningen om IKT och informell omsorg. Detta 
eftersom IKT har visat sig kunna vara ett stöd i exempelvis hanteringen av 
omsorgssituationen och i upprätthållandet av kontakter med vänner och familj, 
samtidigt som IKT i andra situationer riskerar att bidra till att exkludera 
människor som har otillräcklig kunskap om teknologi eller befinner sig i andra 
utsatta positioner (exempelvis på grund av etnicitet eller klass).  
 
Avhandlingen ger en röst till både anhöriga och närstående vilket ibland saknas 
i forskningen om informell omsorg. För att bredda kunskapen om komplexiteten 
i informell omsorg och dess påverkan på identitet, parrelation och social hälsa, 
skulle fortsatt forskning berikas av att inkludera röster från ett heterogent 
demografiskt urval genom att nå dem som vanligtvis är svåra att nå. Trots att 
denna avhandling baseras på ett heterogent urval så finns det röster som inte har 
blivit fullt ut representerade. Att inkludera anhöriga och närstående som 
exempelvis är utlandsfödda samt HBTQi (homosexuella, bisexuella, 
transpersoner och personer som identifierar sig som queer eller intersexperson) 
skulle vara av betydelse. 
 
Avslutningsvis så belyser avhandlingens resultat och konklusioner även ett 
behov av fortsatt forskning om konsekvenserna av att överföra ansvar för vård 
och omsorg från den offentliga sektorn till anhöriga (och närstående). I en tid 
där alltmer specialiserad vård och omsorg ska ske i människors egna hem 
behövs ökad kunskap om hur detta inverkar på anhöriga och närståendes 
(familjers) vardagsliv och mer specifikt på deras identitet, parrelation och 
sociala hälsa.   
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