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Abstract 
Malm, Camilla (2022). Involving informal carers in health and social care research, 
Linnaeus University Dissertations No 453/2022, ISBN: 978-91-89709-07-2 
(print), 978-91-89709-08-9 (pdf) . 
The overarching aim of this thesis is to gain a deeper understanding of informal 
carer involvement in health and social care research, from the perspective of 
informal carers themselves as well as from a researcher perspective.  

The thesis is comprised of three qualitative studies and one quantitative study. 
Three studies are from the perspective of informal carers, and one is from the 
perspective of researchers. The three qualitative studies used qualitative content 
analysis and discourse psychology, while the quantitative study used descriptive 
statistics, logistic regression and two different types of factor analysis. The data 
collection methods varied; in the first and the fourth studies, the data were derived 
from individual interviews, in the second study participants completed a 
questionnaire, and in the third study the data were collected from group meetings 
with carers.  

The findings showed that carer involvement in research is complex, comprising both 
benefits and challenges, and demands a high level of engagement from all involved, 
throughout the research process. The researcher must acknowledge that carers’ 
motivations for involvement in research vary, and the researcher should adapt their 
recruitment methods accordingly. It is easy to believe that becoming involved in 
research is an individual choice, but the findings revealed that only some carer 
groups choose to become involved in research. The findings also showed that the 
knowledge brought by carers to the research stretches far beyond their practical 
experiences of caring. When researchers choose to involve carers in research, their 
research would benefit greatly if they acknowledged the possibility that they 
themselves might become relationally and emotionally involved.  

Successful carer involvement in research therefore encompasses both a meaningful 
process and a meaningful result. As carers are a heterogeneous group, this places 
demands on a researcher’s flexibility and creativity to manage the recruitment 
process and involve a broad cross section of carers. If they fail in this, the research 
carried out and any interventions developed risk being valid for particular groups of 
carers and invalid in relation to other carer groups. 
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Preface 

I am a social worker, and during my professional life I have worked within 
several different fields of social work practice. Despite the widely varying 
difficulties and challenges facing the individuals I have met, there was one 
common denominator: they had families, relatives and friends who were also 
affected by these individuals’ circumstances, many of whom had to take on a 
practical caring role. This caring role often resulted in emotional and practical 
changes and challenges in their lives; changes and challenges that were rarely 
assisted, or even acknowledged, by the wider society.  
 
When I was offered the opportunity to begin conducting research within the 
research programme UserAge, I was (and still am) thrilled. Imagine having the 
opportunity to carry out research about how informal carer involvement in 
research may increase society’s understanding about carers’ situations and 
circumstances and to explore whether and how more appropriate support 
interventions can be created if carers are given the opportunity to be involved 
in the development of research projects.  
 
I anticipate that my research will be of interest and relevance to a broad 
population, from the researchers and policymakers who are involving carers in 
research and development work, to the informal carers themselves.   

 
 

Kaffatorp,  
April 20th, 2022 

 
Camilla Malm 
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Introduction 

The focus of my thesis is informal carer involvement in research. The thesis 
aims to offer insights into how informal carers perceive their involvement in 
research, as well as insights into carer involvement from the perspective of 
researchers.  

 
Globally, the active involvement in research of various population groups 
‘outside academia’ has been increasingly popular during the past decade, 
performed under a variety of labels including participatory research, 
community-based participatory research and patient and public involvement 
(PPI). The rationale and performance of these different approaches vary, but 
they have one aspect in common, that is, conducting research ‘with’ or ‘by’ a 
specific population group rather than ‘to’, ‘about’ or ‘for’ them (Fudge et al., 
2007; INVOLVE, 2004). In the Swedish Health and Medical Services Act 
(HMSA) (SFS 2017:30), as well as in a recent government bill (Prop. 
2020/21:60), the importance of ‘mutual exchange’ between the research 
community and other sections of society (e.g. regions, municipalities, 
organisations) is emphasised, by pointing out the need for research that 
illuminates the situation of both citizens with needs and their families, including 
how more relevant support interventions for carers could be developed (Prop. 
2020/21:60).  

 
Informal carers are an important although not always recognised category 
within society, providing the majority of long-term care. They have been 
identified as a potentially vulnerable group, and according to a recent population 
survey, carers self-report their health to be worse compared with the self-
reported health of the Swedish population in general (Nka, 2018a), suggesting 
that informal carers need sufficient preconditions and support to maintain good 
health. That is, not only for them to be able to continue caring, but for them to 
be able to live a quality life in a way that they choose. In Sweden, providing 
support for informal carers has been regulated by law since 2009 (SFS 
2001:453). However, this support has been deemed as not sufficiently flexible 
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as well as lacking in quality (NBHW, 2014), resulting in relatively few carers 
having access to support they perceive to be valuable (Andersson et al., 2019; 
Nka, 2018a). Research with informal carers could be one way to increase the 
general level of understanding about informal caring and the caring role, but the 
research could also be more concrete, aiming to explore carers’ goals and their 
support needs as well as involving them in the development of targeted support 
interventions. However, the involvement of informal carers in research has been 
the subject of surprisingly little research. The circumstances and preconditions 
for carers to be involved in research have similarities with those of other 
population groups, but there are also distinctions; therefore, it is important to 
conduct research that specifically focuses on carer involvement.  

Informal carers – A definition  
In my thesis, an informal carer is defined as a person who provides care, help 
or support on a regular basis to a person with whom they have a relationship, 
often over an extended period of time, and in a way that goes beyond their 
established roles (Eurocarers, 2018a; Nka, 2016). Such care is often unpaid and 
outside of a formal care framework (Eurocarers, 2020; Leslie, Eales, et al., 
2019). The informal carer could be a spouse, parent, child, other relative, friend, 
neighbour or another close person (Eurocarers, 2020; Socialstyrelsen, 2014). 
The care recipient could be the equivalent who, due to old age, disability, 
addiction or long-lasting physical or mental illness needs help to manage their 
everyday life. In some definitions, for example in the Swedish National Board 
of Health and Welfare (NBHW) term bank (https://termbank.social-
styrelsen.se/#results), informal caring presupposes a kinship; however, in my 
interpretation, caring most often takes place within a family context, but the 
common denominator is a close relationship with the care recipient, hence a 
sense that it is self-evident (or that they are obliged) to give help and support. 
Informal caring includes the delivery of a wide range of support services, such 
as personal care, housekeeping, transportation and financial management, as 
well as emotional support (Eurocarers, 2020). 

 
The terms ‘informal carer’ and ‘carer’ are used synonymously throughout my 
thesis when referring to an individual who provides informal care. When I talk 
about care provided by a person employed by the public sector, I use the term 
‘professional’. The individual being cared for is characterised as the ‘care 
recipient’, ‘family member’ or ‘relative’.  

  

https://termbank.social-styrelsen.se/#results
https://termbank.social-styrelsen.se/#results


3 
 

Background 

Informal carers, care and caring 
In this section, I will introduce the population group that forms the focus of my 
thesis, namely informal carers. First, I will provide a more extensive explanation 
about welfare systems, policies and the role of the carer, primarily according to 
a Swedish context. Second, I will discuss carers’ health, potential vulnerability 
and needs for support. Third, I will provide an overview of the societal support 
offered to carers. The purpose of this section is to set the context and to facilitate 
the reader’s understanding of carers’ circumstances and by extension why there 
may be differences between involving carers in research compared with 
involving other societal groups.  

Caring, society and health 
The universal structure of the Swedish welfare political system means that the 
responsibility of providing health and social care services rests with the state 
(Esping-Andersen, 1990). Even if the family is a central component in every 
welfare political system (Righard, 2010), caring for a relative or family member 
is said to be voluntary and complementary to the interventions of the public 
sector (Riksrevisionen, 2014a). However, in Sweden as in the rest of Europe, 
informal carers provide the majority (approximately 80%) of long-term care 
(Eurocarers, 2020), reducing the costs of public care considerably (Bremer et 
al., 2017; Zigante, 2018). According to Statistics Sweden (2017), every fifth 
adult Swede regularly cares for or helps someone; often, but not always, this is 
a family member (Nka, 2018a; SCB, 2017).  
 
Within Europe as a whole, carers are predominantly female and are typically 
spouses, middle-aged daughters or daughters-in-law, between the ages of 45 
and 75 years (Eurocarers, 2018b). Although prior to the COVID-19 pandemic 
the number of individuals who are caring for someone had not increased 
dramatically in Sweden, nevertheless the number of hours carers spent on caring 
increased (Jegermalm & Grassman, 2012; Nka, 2018a). A European survey of 
informal carers (n=2.468) that included a sample of Swedish carers (n=862), 
and was completed during the first wave of the pandemic indicated that more 
than ten percent of respondents started to provide care as a result of the 
pandemic and the average number of weekly hours of informal care provided 
increased by over seventeen percent (Eurocarers & IRCCS-INRCA, 2021). This 
highlights that informal caring is increasingly an inherent as well as an 
indispensable part of the provision, organisation and sustainability of health and 
social care systems (Eurocarers, 2020; Leslie, Eales, et al., 2019), even if not 
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always recognised as such, or, as Fast and colleagues put it (p. 2, 2020), “the 
stealthily role of family carers”. 
 
Demographic changes and the increasing occurrence of frailty and other age-
related conditions are believed to represent an increasing challenge for already 
strained welfare systems, not only in Sweden but also worldwide (EC & SPC, 
2021). However, this demographic alarmism (Katz, 1992) may be too simplistic 
an explanation; according to Eurocarers (2020), cutbacks in services and fiscal 
constraints will entail a growing demand for informal care across all age groups. 
Even if the predominant type of caring concerns care of older people 
(Eurocarers, 2020), it is estimated that in 30 years’ time around 6% of the 
Swedish population will be more than 80 years old (WHO, 2021), which is the 
age when the long-term care could be argued to become more prevalent. 
Nevertheless, the growing care needs will likely entail a corresponding need for 
the number of informal carers to further increase during the coming years as 
well as an increase in their caring responsibilities (EC & SPC, 2021; Nka, 
2018a; Szebehely & Meagher, 2018).  

Being an informal carer 
Taking on a caring role is a complex and significant event that brings with it 
both challenges and rewards. It includes an intrinsic value from a moral 
perspective (Eurocarers, 2020), and it is common for carers to feel that they 
have no choice but to shoulder this caring activity (Healey, 2012; Takter, 2017; 
Ulmanen, 2017). It could be argued that this is most common between spouses, 
who often see caring as a natural extension of their relationship and ‘the right 
thing to do’ (Healey, 2012). Most carers find the overall caring experience to 
be a positive one (Eurocarers, 2020; Shim et al., 2012; Ulmanen, 2017), and it 
may even include an opportunity to strengthen their relationship with the care 
recipient (Erlingsson et al., 2012; Healey, 2012; Nolan et al., 1996; 
Socialstyrelsen, 2012, 2014). However, the negative impacts on the health, 
social relationships, employment and financial well-being of carers are well 
documented (Fast et al., 2020), and a recently published report showed that the 
self-reported health of informal carers is worse than that of the Swedish 
population in general (Nka, 2018a). This implies that the often demanding and 
sometimes all-consuming caring responsibilities may in practice and over time 
negatively affect carers’ physical and mental health, well-being, finances, paid 
work, and social inclusion within society (Erlingsson et al., 2012; Eurocarers, 
2020; Healey, 2012; Nka, 2018a), having a negative impact on the carer’s 
quality of life (Szebehely et al., 2014). The demands and challenges related to 
informal caring tend to differ according to the nature of the caring role, such as 
its intensity and the length of time spent caring (Erlingsson et al., 2012; Healey, 
2012). Difficulties in balancing paid work and caring responsibilities, resulting 
in changes to their paid employment (Eurocarers, 2020; Wolff et al., 2016), may 



5 
 

lead to far-reaching and negative career-related and financial consequences 
(Sand, 2016). It is not unusual for carers to experience increased levels of strain, 
burden and victimhood (Heo, 2014), and informal carers who experience a high 
caregiver burden are more likely to be depressed (Bremer et al., 2017; Miller et 
al., 2020). The negative consequences of caring tend to reinforce each other 
(Socialstyrelsen, 2021). Mental ill-health is a severe societal health problem, 
often contributing to worse living conditions and a decreased sense of well-
being (Prop. 2020/21:60).  

 
Nevertheless, the pressures and strains experienced from caring not only differ 
from individual to individual but also depend on other aspects, with middle-
aged women shown to be more negatively affected by the caring role than other 
groups (Szebehely & Meagher, 2018; Szebehely et al., 2014; Ulmanen, 2017; 
Vicente et al., 2022). Carers are predominantly female (Eurocarers, 2018b), and 
gender may be one of the most widely explored characteristics in informal carer 
research, both at an institutional level (Connell, 2012) and as internalised norms 
and behaviours within an individual. Nevertheless, several other power 
structures exist in everyday practices and institutions (Hirdman, 2001), such as 
age or culture in relation to informal caring (Hengelaar et al., 2018), e.g. where 
carers who are not born in Sweden run the risk of experiencing more difficulty 
in integrating into Swedish society (Brodin, 2018). However, when discussing 
the health of carers there is a need to acknowledge that carers are engaged in 
multiple social groups, not just one; they may be female, male or transgender, 
of a particular age, with different educational levels and located within various 
ethnic and cultural groups, creating unique social positions that inform their 
caregiving experiences (Giesbrecht et al., 2012). For example, cutbacks in 
welfare systems mean that informal caring entails being a risk for achieving 
equality, as women with a lower level of education are overrepresented as carers 
for their relatives and family members (Szebehely & Meagher, 2018). Hence, 
there is a need to look beyond single categories and analyse how various 
dimensions of diversity interact with each other to shape caregivers’ 
experiences, not rarely those of exclusion and subordination (Davis, 2008; 
Lykke, 2003).  

Understanding caring and provision of societal support 
Even if not all carers need support from the public sector (Socialstyrelsen, 
2021), previous research has shown that sufficient and flexible support 
interventions from the public sector, as well as from family and friends, are 
necessary to prevent carers from developing health issues of their own, as a 
result of their caring responsibilities (Eurocarers, 2020; Socialstyrelsen, 2016; 
UNECE, 2019). Many carers express a sense of being supported by their 
families and friends, but experience a lack of support from the public sector 
(Riksrevisionen, 2014a). This is despite the fact that support for individuals who 
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care for someone who is older or who has a disability or a long-term illness has, 
since 2009, been regulated as mandatory under the Swedish law in the Social 
Services Act (SSA) (SFS 2001:453).  

 
Support to carers can be divided into three categories: 1) well-functioning health 
and social care directed to the care recipient, 2) the recognition of carers’ efforts 
and the acknowledgement of their own needs, and 3) support interventions 
directed at carers (Socialstyrelsen, 2021). The Swedish Regional authorities 
have no direct legal obligation to provide support, even if they have a duty to 
prevent ill health (SFS 2017:30). In a report preceding the 2009 amendment of 
the SSA (SOU 2008:18), the need for clear regulation of support provided to 
informal carers in their caring work was acknowledged. Meaningful support to 
carers was described as needing to be individualised, flexible and of high quality 
(Prop. 2008/09:82), including interventions that aimed to physically, 
psychologically and socially facilitate the carer’s situation. Historically, overall 
in Sweden, the support provided to carers has been deemed as limited, not 
sufficiently flexible and lacking in quality (Socialstyrelsen, 2014), resulting in 
few carers having access to support they perceive to be valuable (Andersson et 
al., 2019; Nka, 2018a). However, recent reports have led to an increasing 
awareness of the need for more timely, individualised and effective support for 
carers (Socialstyrelsen, 2020, 2021). Extensive knowledge gaps within this area 
remain, hence research is urgently needed, as identified in a recent government 
bill emphasizing the need for research that highlights the situation of both 
citizens with needs as well as their families, for instance how more relevant 
support interventions for carers could be developed (Prop. 2020/21:60).  

 
If relevant support cannot be provided, the informal carer may be at risk of 
becoming ‘the second patient’ (Dahlberg & Segesten, 2010; Riksrevisionen, 
2014b). One reason why carers may turn down support that is offered could be 
that the support provided has overlooked the importance of the longitudinal and 
dynamic nature of caregiving, as well as the heterogeneity that exists among 
carers (Montgomery & Kosloski, 2009). Even if informal carers share common 
experiences in providing care to someone with long-term needs for care and 
support, they are a truly heterogeneous category, with experiences shaped 
across diverse backgrounds such as gender, age, educational level, 
socioeconomic status, ethnicity and culture, all of which influence the 
caregiving situation (Hengelaar et al., 2021). Understanding and accepting 
various carer circumstances and experiences and attuning the contact and 
support interventions accordingly, could help prevent possible negative 
consequences of contradictory expectations (Wittenberg et al., 2018), and in 
extension, contribute to an improved health of carers. Even with the contemporary 
increased awareness of the need for timely and effective support for carers (Spasova 
et al., 2018), the public sector must be even more pro-active in providing 
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targeted interventions for informal carers (Eurocarers, 2018a). According to the 
philosopher Gadamer, most individuals are unaware of their health until they 
are afflicted with ill health themselves and must start struggling to regain it 
(Gadamer, 1996). Hence, asking for support should not be a responsibility 
placed solely on carers themselves, as they may not be aware of the need for 
support or may even be reluctant to accept the support due to a belief that it is 
‘unnecessary’ (Montgomery & Kosloski, 2009). So-called ‘invisible carers’, 
that is, those persons who do not look upon themselves as carers, are at 
particular risk of not being offered appropriate and timely support measures 
from the formal sector (Iliffe et al., 2010).  

Public involvement in research 
In this section, I aim to set the focus of my thesis in a broader context by 
providing an overview of public involvement in research, given that informal 
carers may be viewed as a category of the public. First, I will give a brief 
historical and theoretical background of the concept of public involvement in 
research. Thereafter, I will provide some examples of frameworks used when 
involving the public in practice or in research. Finally, I will define the concepts 
used and explain some of the choices made for the research described in this 
thesis. I do not intend to provide a complete description of the comprehensive 
topic of public involvement in research, as this would be beyond the scope of 
this thesis. Instead, this part of the background section should be seen as an 
attempt to facilitate the reader’s understanding of public involvement in 
research, creating the preconditions necessary to understand the remainder of 
the thesis which focuses on informal carers’ involvement in research.  

A brief retrospective of public involvement in research 
Public involvement in service provision and health and social care research is 
not a new phenomenon. For several decades, public involvement has been 
considered to be a sign of research quality, helping to improve research 
questions as well as increasing the usefulness of research results (Boote et al., 
2002; Heikkilä & Julkunen, 2003). Besides being suggested to have the 
potential to improve the quality of research (Staley, 2009b), other benefits 
emphasised have been the potential for therapeutic outcomes, empowerment 
(Hanley, 2005) and to provide better access to health information/social 
networks (Entwistle & O’Donnell, 2001), as well as helping in the development 
of targeted interventions (Howard Wilsher et al., 2017). Improving public 
involvement in research is highly prioritised by many stakeholders, including 
research policy-makers, researchers and lay organisations, and it is not unusual 
for funding bodies to require researchers to involve the public in their research 
in order to secure grants (Greenhalgh et al., 2019; Hultqvist et al., 2021; James 
& Buffel, 2022). 
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Public involvement in research is a broad concept, having its roots in historical 
events and social movements and emanating from distinctly different 
underlying ideologies, motivations and traditions. It ranges from long-standing 
emancipatory movements, where individuals directly affected by a particular 
issue seek to bring about change, to the politically driven (Beresford, 2003). 
Three prevailing orientations for public involvement have been proposed: 
emancipatory/normative, consequentialist/efficiency-oriented and political/ 
practical, as outlined in Greenhalgh et al.’s taxonomy (2019). The third 
principle, ‘Mode 2 science’, highlights the importance of forming alliances and 
partnerships and of co-constructing knowledge that is useful in practice. 
Conversely, ‘Mode 1 science’ is characterised by more conventional research, 
where research and practice are separate (Gibbons et al., 1994).  

 
How public involvement in research is realised in practice may vary according 
to theoretical foundations, differences in research cultural norms and 
professional disciplines, and the research context (Morrow et al., 2012), as well 
as ranging in scale and nature, from one-off national consultations to ongoing 
partnerships involving users with specific experiences (INVOLVE, 2004). 
There may be differences between researchers and the members of the public 
involved and also between researchers, who may align themselves with 
different research paradigms (Kuhn, 2012), hence building their research on 
different ontological and epistemological standpoints and knowledge claims 
(Guba & Lincoln, 1994). However, one similarity is that members of the public 
are recognised as active and reflective contributors who may work together with 
researchers in one, several or all steps of the research, hence the phrase research 
‘with’ or ‘by’ the specific population group rather than ‘to’, ‘about’ or ‘for’ 
them (Fudge et al., 2007; INVOLVE, 2004). Ideally, stakeholders should be 
involved early in the process to ensure the relevance of the research (CIOMS, 
2016). From the perspective of those involved, their motivations may be 
diverse. Some may wish to contribute to society, seeing their involvement as an 
opportunity to improve general health (Entwistle et al., 1998), while others may 
wish to gain a better understanding and more control over their own lives while 
also meeting others who have similar experiences, or to develop skills or 
knowledge (Morrow et al., 2012).  

 
It is arguably easy for individuals and organisations to be seduced by the 
positive aspects of public involvement in research. However, it is important to 
acknowledge that in addition to benefits there may be drawbacks in relation to 
both processes and outcomes (Kylberg et al., 2018). Previous research has 
shown outcomes to be mixed and not exclusively positive (Beresford, 2013), 
even overlooking adverse or regressive consequences (Beresford, 2003), for 
instance by describing negative experiences as challenges (Smith et al., 2008). 
According to James and Buffel (2022), involvement may even contribute to 
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increased inequalities within a population. In Greenhalgh and colleagues’ 
(2019) taxonomy of frameworks, several challenges were identified, including 
the risk of tokenism; they also encouraged efforts to extend the heterogeneity 
and representativeness of members of the public involved in research. Even 
though guidance has been provided for researchers and others involved (Hanley 
et al., 2000) and principles for practice in relation to important issues have been 
developed, for example agreeing roles, researcher skills and training required 
(Morrow et al., 2010; Telford et al., 2004), involving members of the public in 
research is not always an easy task. This applies both to the members of the 
public involved and the researchers who are expected to organise this 
involvement, as individuals may feel insecure about how to best realise the 
involvement of the public in practice. Researchers may feel insecure about the 
most feasible way to involve diverse groups, in different research contexts for 
different purposes, as well as how to handle the diverse and changing needs of 
the different categories of the public (Morrow et al., 2012). More far-reaching 
questions also remain about whether public involvement will lead to the 
changes the members of the public wish to see happen, or whether it simply 
strengthens professional ownership over research agendas (Beresford, 2002). 

Frameworks for public involvement in research  
There are several frameworks that may be used when involving members of the 
public/stakeholders in research (see Greenhalgh, 2019). Some of these are 
specified for use in research, while others were originally developed for use in 
e.g. government decision-making or for development work in health or social 
care. The aim of these frameworks is to guide researchers and others in their 
involvement of stakeholders, to develop a more comprehensive understanding 
of the problem, provide ideas about how it could be solved and to help research 
bring about changes in practice and policy (Bammer, 2021). One well-known 
framework is Arnstein’s ‘ladder of participation’ (Arnstein, 1969). This ‘ladder’ 
focuses on the notion of levels of involvement, from consultation to 
collaboration to control, with the assumption that the higher the degree of public 
involvement the better.  
 
More recent studies have shown that as the responsibilities and roles of those 
involved change over the course of a study, as teams adopt new ways of 
working, the notion that public involvement in every step of the research is 
superior may not be relevant (Bammer, 2021). Instead, to make the involvement 
meaningful from the perspectives of its aims, outcomes and the usefulness of 
the results, as well as from the personal perspective of those involved, it is more 
important to carefully reflect on why, when and in what way the public should 
be involved (Jönson et al., 2021; Smith et al., 2008). Several more modern 
frameworks hence challenge the assumption that ‘the more involvement the 
better’. Two of these are Bammer’s i2S Stakeholder Engagement Options 
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Framework (i2S SEOF, which since October 2021 has replaced the research-
modified IAP2 spectrum) and Tritter and McCallum’s ‘mosaic’ (Bammer, 
2019; Bammer, 2021; Tritter & McCallum, 2006). Although Tritter and 
McCallum’s framework was originally developed for use within healthcare, it 
is also meaningful for use in research contexts, as it aims to bring together the 
perspectives of different individuals to support shared understandings of 
multifaceted problems (Tritter & McCallum, 2006). The two frameworks 
mentioned have both similarities and differences. The most obvious difference 
is that the i2S SEOF uses five types of stakeholder engagement (inform, consult, 
involve, collaborate and support), while the mosaic is distant from a 
dichotomous/hierarchical idea, instead describing involvement as a mosaic, 
where every ‘involvement tile’ is equally as important for the final product, the 
‘completed mosaic’. The i2S SEOF, however, uses the five types of engagement 
in a different way to Arnstein, explaining that the methods and levels of 
involvement must be carefully reflected upon according to requirements of the 
study, for instance the aim, time-frame and levels of concern, as well as with 
respect to what may benefit the particular stakeholder group (Bammer, 2019). 
In fact, to make the i2S SEOF relevant for research into ‘complex problems’, 
the demand for stakeholders to participate in every part of the process has 
explicitly been toned down.  

 
Although both i2S SEOF and the mosaic emphasise interactions among 
individuals and groups at local, organisational and national levels, a 
fundamental aspect of the i2S SEOF is to make the involvement a two-way 
process (Bammer, 2021). However, it is only the i2S SEOF that specifies the 
need to include two specific groups of stakeholders: those affected by the 
problem and those who are in a position to do something about the problem. 
Including those individuals who are able to do something about the problem is 
important, as researchers generally have little or no control over policy and 
practical change (Bammer, 2019). If the involvement of a ‘change agent’ is 
neglected, the stakeholders involved may be the ones who need to take 
responsibility for the change, which is not always feasible.  

Bringing informal carers and public involvement together  
Carer involvement in research takes place in a sociocultural context where the 
carers increase and share knowledge through interactions with researchers and 
other carers (Säljö, 2000). Nevertheless, there is limited empirical literature on 
carer involvement in health and social care research or in research and 
development (R&D) work (Eurocarers, 2015, 2016), entailing a need to instead 
refer to and lean towards theories about user or public involvement. It is 
common to disregard distinguishing characteristics among different population 
groups when describing their involvement in research (Backhouse et al., 2016), 
hence when involved in research, R&D work or policy work, carers’ 
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contributions are often merged with those of other stakeholder groups (FoUrum, 
2014; SKR, 2015). Despite sometimes having needs in their own right and being 
direct users of services, carers must be acknowledged as having distinct and 
separate prerequisites, expectations, experiences, goals and needs due to being 
providers (of care) that may be completely different from those of the care 
recipients, a fact which is often neglected (Ashcroft et al., 2016; Morrow et al., 
2012).  
 
Being part of a relational system, caring is something that is negotiated, 
produced and experienced relationally (Kenny et al., 2020). Therefore, a 
systemic perspective (Michailakis & Schirmer, 2017) that views relations as 
circular (Petitt & Olson, 1999) can facilitate the understanding of the ‘dual 
perspective’ of informal carers, where they represent e.g. a family member at 
the same time as they represent themselves when involved in research. The 
informal carer and the care recipient must hence be recognised as 
interconnected, mutually affecting each other, often including a certain degree 
of mutual dependency and a strong emotional bond (Petitt & Olson, 1999). This 
is an important insight, as it means that the stories of care recipients are directly 
or indirectly included (Morse, 2000, 2001) and can influence a carer’s research 
contribution to a greater or lesser extent. This ‘speaking-for-others’ provides 
the researcher with family-context data going beyond the carer’s personal 
experience, which may be a positive from the researcher’s point of view. 
However, this also comes with a responsibility that the researcher must take on 
(Malm, 2020), due to the focus on the individual in the law of ethical 
considerations (SFS 2003:460). This law, despite that qualitative research 
frequently includes a family context, lacks guidance regarding ethics from a 
family or relational perspective, thus resulting in an ethical ‘grey zone’. 

Public involvement - some definitions 
In my thesis, I have chosen to mainly use the concept of ‘involvement’, instead 
of for example ‘participation’ or ‘engagement’. This is because these terms 
supposedly have different meanings, even though ‘involvement’ and 
‘engagement’ are sometimes used interchangeably. Other concepts used to 
describe the phenomenon are for instance co-research (James & Buffel, 2022) 
or co-creation (Greenhalgh et al., 2016). Involvement may range from providing 
information to collaboration (Bammer, 2019), however despite the sometimes 
vague description of the concept of involvement, the term is generally used 
when talking about active and direct participation (Staley, 2009a) in the 
commissioning, design, undertaking or evaluation of research (Morrow et al., 
2012) in contrast to viewing users as passive ‘subjects’ of research.  

 
Another choice I have made is to refer to those members of the general 
population who are generally involved in research or innovation ‘members of 
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the public’ or ‘stakeholders’, depending on the context. Those who are involved 
in my studies are mainly referred to as ‘carers’/’researchers’ and sometimes as 
‘participant(s)’ or the people ‘involved’. A conscious choice was made to avoid 
the word ‘user’, as this term is problematic, implying that the person involved 
in the research is using services/research, which is not necessarily the case. I 
should highlight that this standpoint against the concept of the user arose during 
my time as a PhD student, as the observant reader will have already noticed that 
the term was used in studies I and II.  

 
A final issue worth mentioning is the question regarding differences between 
‘research’ and ‘research and development’ (R&D). There seem to be no 
absolute rules or boundaries for any differences between these terms, and it is 
likely that members of the public would find it difficult to know which one they 
are involved in. A simplified explanation could be that research is more 
systematic, while a foundation must be present before any development work 
can start. Research focuses on understanding and generating knowledge about 
a phenomenon, but not always on change. R&D on the other hand is the first 
stage of developing new services or products, with a strong focus on generating 
ideas (Djellal et al., 2003). The development phase has a solution focus, an 
explicit focus on change in practice. In the studies described in this thesis, I have 
alternated between carrying out ‘research about involvement in research’ and 
‘research about involvement in R&D’. Hence, I will alter between the phrases 
’carers’ involvement in research’ and ’carers’ involvement in research and 
R&D’, depending on the context. When discussing in general terms, for 
example in the Discussion section, I am mainly using ‘carers’ involvement in 
research’.      
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The context for this thesis 

My research was conducted within the context of the postgraduate programme 
in health science at Linnaeus University as well as in the UserAge research 
programme. I will begin by positioning my thesis in the context of health 
science and my view of the concept of health; thereafter I will provide an 
overview of UserAge.  

 
The postgraduate programme in health science is described as covering a broad 
area of knowledge, treating health as transdisciplinary, salutogenic and holistic. 
More specifically, the subject of health science can be seen as a borderland 
between medical science and social science, concerning a broad area of 
research, for example regarding living conditions, societal structures or the 
significance of health systems. Hence, the topic of this thesis, carer involvement 
in research, with its focus on gaining a deeper understanding about the 
circumstances of carers, fits well within the postgraduate programme in health 
science. My thesis could to some extent be considered as transdisciplinary, by 
viewing carer involvement in research as a theme, crossing the borders of 
disciplines, rather than as a domain within a single discipline (Lawrence, 2018), 
including for instance aspects of public health, social work, heritage, 
economics, gender and caring. On the other hand, my research may not be 
sufficiently action-focused or involve all the stakeholder groups believed 
necessary to be considered transdisciplinary. Nevertheless, if my thesis is 
viewed as a starting point, future research will have the preconditions to both 
deepen and widen the understanding of carer involvement, for example by 
including more stakeholder groups or having a clearer focus on action and 
change. 

 
The health science research programme follows the concept of health as defined 
in the constitution of the World Health Organization (WHO):  

 
Health is a state of complete physical, mental and social well-being 
and not merely the absence of disease or infirmity (WHO, 2018). 

 
Being healthy is considered a fundamental human right (WHO, 2018). Although 
the WHO’s definition of health may seem simple and incontestable at first 
glance, the construct of health is truly multifaceted and challenging to define. It 
consists of many intertwined and overlapping components, best explained as a 
subjective, multilevel experience of well-being, transforming throughout the 
life course of an individual, affected by personal circumstances, requisites, 
expectations and dreams (WHO, 2018). Further, it is a concept constructed by 
human action in social interactions, implying that what is considered as health 
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is not autonomous but rather highly subjective and dependent on how it is 
constituted in various eras, cultures and contexts (Blaxter, 2010). Viewing 
human health in a holistic way is to acknowledge biological, sociological and 
psychological aspects as well as the personal crises, conflicts and challenges 
that must be addressed to bring and maintain health (Antonovsky, 1987), in line 
with the biopsychosocial model (BPS) (Engel, 1977). The three aspects 
cooperate with and influence each other, suggesting that when exploring carer 
health or creating targeted interventions, biological, sociological and 
psychological aspects of health must be considered. 

 
My thesis forms part of UserAge, a large, 6-year inter- and trans-disciplinary 
research programme, financed by the Swedish Research Council for Health, 
Working Life and Welfare (FORTE). The aim of the programme is to increase 
the understanding of the involvement of members of the general population in 
research into ageing and health and to improve the implementation of high-
quality research (Iwarsson et al., 2019). It is coordinated by the Centre for 
Ageing and Supportive Environments (CASE) at Lund University, with 
Linnaeus University, University of Gothenburg and Kristianstad University as 
partners. Researchers from a variety of disciplines, both nationally and 
internationally, are actively involved, in addition to representatives from 
various groups within the wider society. The different nodes have different 
orientations, with the focus at Linnaeus University being informal carers or, 
more specifically, informal carer involvement in research. Being a part of the 
UserAge research programme and having the opportunity to regularly meet with 
colleagues involved in different contexts, for example during retreats, 
conferences and workshops, has been inspirational for me and has had a positive 
influence on my research. Researchers from UserAge were involved as co-
authors in study II. I have also written other texts in a UserAge context, for 
instance a short, popular science article based on the findings from studies I and 
II, which was published as part of a special issue of the magazine ‘Äldre i 
Centrum’, focusing on user involvement in research (Malm et al., 2021). The 
UserAge programme is conducted within the research context of ageing and 
health. In the research included in my thesis, I regard age and ageing as one 
aspect that may affect carers over the life-course, including the standpoint that 
ageing may be seen as life-long and part of a systemic perspective.  

Rationale for this thesis 
Informal carers are recognised as an important group in society, as they provide 
the majority of long-term care (EC & SPC, 2021). However, at the same time, 
they tend to be identified by policy makers and decision makers as a rather 
homogeneous and potentially vulnerable group, in need of support (Eurocarers, 
2018a). Recent reports have shown that, due to their caring experiences, 
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informal carers often deem their subjective health as worse compared with that 
of the rest of the population, and the number of carers with physical and/or 
mental ill health is increasing (Eurocarers & IRCCS-INRCA, 2021; Nka, 
2018a). Demographic changes in society, in combination with a strained public 
sector, will likely cause the burden on carers of all ages to increase during the 
coming years (EC & SPC, 2021; IACO, 2018; Szebehely & Meagher, 2018). 
The municipal authorities are obliged by law to offer support to carers; however, 
in reality relatively few receive it (Socialstyrelsen, 2021). The reasons for this 
‘non-receipt’ of support are diverse, ranging from not finding the support 
provided as meaningful or relevant, to not even knowing that support exists, as 
a possible consequence of carer representatives not having been involved in its 
development (Johansson et al., 2021). Hence, it can be argued that there is an 
urgent need to gain a deeper understanding of the widely differing 
circumstances, goals and needs of carers and to construct interventions that are 
inclusive, relevant and sustainable in practice. One way to achieve this could be 
through involving carers in research with carers as the target group. Carers who 
are involved in research represent themselves and their possible support needs, 
as well as representing the care recipient, placing the carer in a specific and dual 
position that should be recognised. They provide knowledge as providers of care 
and support in a relational and sometimes taxing context, which differs from the 
contexts of other categories of the public. In addition, due to being an organised 
population group, it could be argued that carers do not just represent themselves 
and their care recipient when involved in research, they also represent other 
carers in a wider perspective. Despite this postulated differing position and 
perspective from other groups of categories of the public (Ashcroft et al., 2016; 
Morrow et al., 2012), the voices of informal carers, as well as their contributions 
to research, are often merged with those of patients or other users of societal 
support.  
 
Carer involvement in research remains a relatively new phenomenon. Despite 
some projects that have focused on including informal carers within different 
phases of the research process (see for example,(Hanson et al., 2008; Hanson et 
al., 2006), it can be argued that there is a lack of in-depth, systematic research 
within this area. Thus, there is a need for research that challenges the general 
societal view of carers as a homogeneous, vulnerable and burdened category 
whose members share similar experiences and knowledge. In reality, the caring 
role may be the only common denominator in a heterogeneous category that 
otherwise comprises individuals with widely varying sociodemographic 
characteristics, and ways to lead their lives. Nevertheless, carers who 
traditionally have chosen to become involved in research are quite 
homogeneous. This could be problematic in several ways, so it is important to 
urge researchers and other stakeholders aiming to involve carers in research to 
explore carers’ motivations for research involvement, including actively 



16 
 

considering possible negative experiences or other challenges and obstacles to 
their involvement. Failing to do so may lead to the risk of carrying out research 
that only ‘some’ carers regard as valid and relevant to their situation.  

Aims 
The overarching aim of this thesis is to gain a deeper understanding of informal 
carer involvement in health and social care research, from the perspective of 
informal carers themselves as well as from a researcher perspective.  

 
The sub-aims helping to address the overarching aim are as follows:  

 
1. What motivates informal carers to become involved in research?  

 
2. Which groups of carers are enabled to be involved in research, and how 

could their individual choices be understood in relation to structural power? 
 

3. How do informal carers and researchers describe the meanings and 
dynamics of research involvement, and how do they interpret their own 
positions in relation to others’? 

 
The specific aims of the four studies were as follows:  

 
Study I To explore and describe how carers perceive and reflect on 

carer involvement in R&D work, with specific reference to 
their personal experiences of being involved in the 
development of a Swedish carer strategy. 
 

Study II To investigate the views of informal carers regarding their 
active involvement in research, with a specific focus on 
motivations and obstacles. 
 

Study III To explore what kind of knowledge informal carers bring 
and refer to in a co-creation research process and how this 
knowledge is authorised and negotiated in group discussions 
with carers and researchers. 

Study IV To explore researchers’ views and experiences of informal 
carer involvement in health and social care research, drawing 
on their own views and experiences.  
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Theoretical framework  

In this section I will introduce the theoretical framework to be used in my 
Discussion section, with the aims of 1) gaining a deeper understanding of the 
findings from the sub-studies and 2) to study these findings in a new light. I 
selected two theoretical approaches that I consider to be compatible with the 
sub-study methods and which could help to answer the overall aim of my thesis. 
These approaches have the appropriate characteristics to complement the 
information provided in the previous sections of my thesis, as well as being 
complementary to each other. The first approach, which has helped guide my 
thinking during my doctoral studies, is the micro-sociological perspective of 
symbolic interactionism (SI), with its focus on human interactions in specific 
situations. After briefly discussing carer identity, I will introduce the reader to 
my second chosen theoretical approach, namely that of capital theory, thereby 
shifting focus from the individual to structures and power. By discussing the 
findings in relation to these perspectives, I aim to broaden the discussion to 
address carer involvement in research on multiple levels, thereby contributing 
to an increased understanding about informal carer involvement in research and 
its implications and importance.  

People as interpreting actors  
We often imagine our understanding about phenomena to be obvious and given 
by nature. From my point of view, understanding is created through social 
interaction and is a product of communication processes (Allwood & Erikson, 
2017; Berger & Luckmann, 1991; Holstein & Gubrium, 2008), involving 
learning from each other and providing opportunities for many different 
interpretations. Hence, how we understand the world is characterised by the 
specific context in question, suggesting that our respective stories are always 
shaped and filtered through history, culture and language (Gergen, 2015), and 
the perspectives we are able to take are limited and influenced by the ‘lenses’ 
(e.g. our culture, gender norms, sexual orientation, age, education) through 
which we see the world (Haraway, 1988; Trost & Levin, 2018). Symbolic 
interactionism (SI), with its pragmatic ontology, is a helpful perspective when 
we try to understand, analyze and interpret social reality (Trost & Levin, 2018). 
Categorisations of individuals, identities and the social world are viewed as 
constructed by social interaction. These categorisations are the basis for many 
of the conceptions we make about ourselves, about others and about our context.  
The consequence of categorisations may be a collectivisation of heterogeneous 
groups, diminishing the mutual dissimilarities within the group (Charon, 2010). 
Relating categorisation to informal carers in this thesis can help to understand 
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how carers themselves describe being categorised (or believe themselves to be) 
from a societal view, but also how they position their collective carer identity 
in relation to each other and towards other actors they meet, the ‘outsiders’, that 
is, those who do not know what it is like to be an informal carer. A further 
interlinking example of categorisations in this thesis is how researchers may 
position themselves in relation to carers when engaging in research together.  
 
The central premise of SI, according to Blumer (1969), is to articulate humans 
as social, interactional and reflective actors who interact towards ‘objects’ based 
on the ‘meanings’ they ascribe to them. Objects may be physical, social or 
abstract, consisting of anything that is referred to, for example people, places or 
things. Meaning-making is the process of how people construct and understand 
situations, life events, and relationships, as well as the self, in light of their 
previous knowledge and experience (Zittoun & Brinkmann, 2012), where 
meanings can be used and negotiated through an interpretation process in 
interplay. In my thesis, ‘carer involvement’ can be explained as an object that 
has different meanings for different people depending on their roles, knowledge, 
and experiences. For some, it could be interpreted as an opportunity to have 
their voices heard and listened to and a way to evaluate their own and others’ 
participation and contributions. For others, it could mean something one is 
obliged to do to secure funds for one’s research. Trost and Levin (2018) 
described SI as comprising the following cornerstones. 1) ‘The definition of the 
situation’, which implies that if a person defines a situation as real, it also 
regulates their actions. The situation not only consists of the individuals who 
are interacting, but also other aspects, e.g. one’s state of health or the group 
context one is located in, such as identifying as part of a carer collective. 2) We 
‘interact’ with others socially through verbal communication and body 
language, but we also interact with ourselves when we think (Charon, 2010). 3) 
Words are the most common and obvious ‘symbols’ we deal with, although 
actions, behaviours and things can also be symbols. However, for symbols to 
count as symbols, they must share the same meaning for both ourselves and 
those who we interact with, for instance the concept of family. 4) Finally, SI 
emphasises the assumption of variability, viewing people as active ‘actors’ who 
are constantly involved in processes and changes. Our characteristics are not 
static; we behave in certain ways in certain situations, and we are in a continuous 
process of change over time (Blumer, 1969). In this context, it could be argued 
that carers involved in research are likely to behave differently depending on 
the phase of caring they are currently experiencing and the extent and content 
of their previous involvement in research, as well as how they have experienced 
the process and outcome of their participation. Also, researchers engaged in 
research involving carers (or other stakeholders) may behave differently 
depending on the nature and extent of their previous experiences of engaging in 
research together with informal carers.  
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Informal caring and identity 
An important concept in SI is that of identity. Identity is not static but 
multifaceted and tied together with positions, constructed and re-constructed 
through interplay with others as well as developing over time (Charon, 2010; 
Montgomery & Kosloski, 2009; Nolan et al., 1996), affecting both everyday life 
and the understanding of self (Andréasson et al., 2018). If  focusing on the carer 
identity, it should be viewed as constructed within both a societal context and 
in a family context, the latter in a unidirectional relation that includes a provider 
and a receiver, emanating from and taking place in an existing but transforming 
relationship (Friedemann & Buckwalter, 2014; Montgomery et al., 2011; Nolan 
et al., 1996). A feasible concept when talking about the development of the 
caring identity is Hackings concept of looping effects of human kinds, 
describing the interaction between classifications and the targeted ‘kinds of 
people’ (Hacking, 1999, 2004).  Even if Hacking developed the concept for use 
on an institutional level, the concept could be relevant when trying to explain 
the process of iterative changes, implying that when a person self-identifies as 
a carer and/or is categorised/believes to be categorised as a carer by others, the 
carer identity begins to develop. This process may vary in its expression, 
however, as every caring situation is unique or, to quote Montgomery and 
Kosloski (2009, p. 47), ‘there is no such thing as an “average” caregiver…’ 
Further, a disalignment between the caring role and one’s current self-view may 
result in a caring burden being experienced as more distressing (Montgomery 
& Kosloski, 2009), possibly including an unwillingness to identify as an 
informal carer.  

 
Although the carer identity is individual, it is also an identity shared with others 
which could be performed in different contexts, such as when involved in 
research. A collective identity can have a significant influence on self-
perception, as well as having a bonding and emotional significance (Charon, 
2010; Hammarén & Johansson, 2009; Trost & Levin, 2018). Collective 
identities are unified by mutual interests, ambitions and experiences and build 
on images of fellowship, equal values and homogeneity. This may lead to 
heterogeneity within the group being undervalued (Hammarén & Johansson, 
2009). This collective identity, with its focus on change, may result in identity 
politics, a concept best explained as a strategy to strengthen the position of a 
stakeholder group, with the aim of decreasing discrimination and injustice 
experienced by this group. Identity politics could by extension bring 
consequences for research (Bjereld & Demker, 2021), through its focus on 
strengthening the position of the particular population group in its ‘battle’ 
towards an outer ‘enemy’. This presumably antagonistic position could for 
example be pictured by carers’ attitudes towards politicians or other 
professional representatives from the public sector but also towards researchers.  
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Structure, power relationships and carer 
involvement 
SI has a clear focus on the interpretations of and the relationships among 
individual actors, a micro-perspective which is visible in the sub-study results 
through their focus on carer positions and identities. From my point of view, 
further analysis could be achieved by relating these individual actions to a 
complementary and broader societal level (Hacking, 2004), not least regarding 
how the carer category sometimes is categorised in a stereotypical way, due to 
societal norms. Viewing a phenomenon from both a micro-perspective (actor) 
and a macro-perspective (structure) does not mean they stand in opposition; in 
fact, they should be seen as complementary and necessary when aiming to 
understand a phenomenon, in line with Hacking’s (2004) looping effects of 
classifying human beings. In the Discussion section, I will hence endeavour to 
relate the SI-guided findings from the qualitative sub-studies (I, III and IV) to 
the capital theory of Bourdieu, and a more recent addition to the various 
concepts of capital, namely Archer’s tentative theory about science capital 
(Archer et al., 2015; Broady, 1998) to situate the thesis findings in a broader 
conceptual framework.   
 
Briefly, Bourdieu’s studies mainly regard power relationships within society, 
implying that the subjective actions of individuals may in fact be an expression 
of a societal status system, where economic and social structures are maintained 
by culture (Nordmark, 2022). Capital, that is, the resources a person has or is 
believed to have, is according to Bourdieu a broad concept, covering not only 
economic aspects but also social and cultural aspects of class, defined as the 
following four types of capital: economic (material assets), cultural 
(knowledgeable about education, culture, society, linguistic capability), social 
(social relations, access to social networks), and symbolic (relational, status),  
where the symbolic capital could be seen as the ‘sum’ of the other types of 
capital (Broady, 1998; Nordmark, 2022). Cultural capital may be the most 
important type of symbolic capital (Bourdieu, 1990); however, science capital, 
which in essence is the sum of all the science-related knowledge, attitudes, 
experiences and resources that an individual builds up through their life (Archer 
et al., 2015) can be seen as a further example. The social practice of ‘language’, 
an important aspect of SI, relates, according to Bourdieu, the capital concept to 
ideology and power, implying that societal power relations are established and 
reinforced through language, where dominant ideologies appear to be ‘neutral’, 
that is, the norm. In the context of this thesis, it could be about academic 
language being the norm, resulting in an asymmetric relation between 
researchers and carers. The capital of an individual is strongly linked to the 
individual’s ‘habitus’, which is a concept best explained as a person’s 
changeable and personal mindset that allows them to act, think and orientate 
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themself in different fields within the social world, dispositions that emanate 
from attributes and knowledge such as experiences, taste or the ability to 
express themselves (Bourdieu, 1990; Broady, 1998). Any type of capital must 
be understood in relation to the fields within which it operates, since these fields 
determine the value of particular forms of capital within a given context 
(Bourdieu & Wacquant, 1992), in this thesis; the field of research.  
 
Complementing the capital theory, I will use the hierarchical system of 
‘intersectionality’ when discussing power-relations and social injustices in 
relation to the intersection among several power structures and grounds for 
discrimination among carers (gender, ethnicity, class, sexual orientation, 
physical ability), that is, aspects with preconditions to influence and possibly 
reinforce each other negatively (Davies, 2008; Lykke, 2003), for example 
regarding becoming and being involved in research. Likewise, I will use 
Fricker’s concept of epistemic injustice, a concept focusing on problematic 
patterns with regards to whose stories and knowledge we tend to classify as 
credible or not credible. That is, which individuals we define as having the 
capacity to be ‘knowers’, depending on, for example, their gender, ethnicity or, 
in a broader sense, their identity (Fricker, 2007, 2017).  
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Design and Methodology 

In my thesis, I employ a variety of research methods with the aim of 
approaching the research topic from a variety of angles, which I hope results in 
a nuanced and valid outcome. I mainly apply a qualitative approach, with three 
out of the four articles being qualitative and one (Study II) being quantitative. 
Alternatively, if using Åsberg’s (2001) way of thinking, three studies analysing 
non-numerical data and one study analysing numerical data. Åsberg describes 
the distinction between qualitative and quantitative methods as ‘a pointless 
rhetoric regarding a pseudo-issue’ (p. 270), implying that the only aspect that 
may be qualitative or quantitative are the data themselves; it is the data that 
mirror, represent or illuminate the properties of a phenomenon. Instead, what 
actually directs research is the ontological and epistemological views of the 
researcher (Åsberg, 2001). The quantitative study (II) included in this thesis is 
descriptive, based on data from a self-reported survey. For this reason I would 
argue that study II fits under the hermeneutic umbrella (From & Holmgren, 
2000). 

 
If applying a symbolic interactionism (SI) perspective using Blumer’s (1969) 
concepts, studies I and II could be said to be of the explorative type. ‘Exploring’, 
according to Blumer, entails more than simply background reading; it has a 
pragmatic character, including obtaining first-hand experience of the 
phenomenon itself (Schwalbe, 2019) and of the social context of the study, that 
is, in this case, informal carer involvement in research. Studies I and II both had 
broad aims. Study I explored carers’ experiences of research and what they 
perceived as the benefits and challenges of their involvement in research. Study 
II looked further into informal carers’ interest in being actively involved in 
research, what motivates them to be involved and what obstacles to involvement 
they perceive. Even though quantitative data may not be regarded as ‘correct’ 
for a thesis applying an SI perspective, it could be highly relevant in the 
exploration phase. Studies III and IV could thereafter be considered as 
belonging to the ‘inspection’ phase of the research, described by Blumer as 
‘examining the given analytical element by approaching it in a variety of 
different ways, viewing it from different angles, asking many different 
questions of it, and returning to its scrutiny from the standpoint of such 
questions’ (Blumer, 1969, p. 44), including being flexible, imaginative, 
creative, and free to take new directions. In this phase, the research went beyond 
exploration, digging deeper into the knowledge brought to research by carers 
and investigating carer involvement also from the perspective of researchers. 
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Overview of the four studies 
In the following section, I present an overview of the research design and 
methods of the four included studies. Following the introductory table in which 
the studies are summarised (Table 1), I describe the studies in more detail, 
organised under the headings ‘setting and participants’, ‘data gathering’ and 
‘data analysis’, to enable the reader to gain a clear overview of the different key 
elements of the studies.  

 
The four included studies were not predetermined when I began my doctoral 
studies. Together with my supervisors, I had a preliminary idea, but this was in 
no way definite. Instead, the final ideas for the studies developed over time, 
emanating from the results of the previous study and through dialogue. The idea 
to plan and conduct a study with a researcher perspective did not manifest itself 
until the half-time seminar; however, I am grateful for this idea, as it provided 
my thesis with a more holistic perspective. 

 
Table 1. Overview of studies I–IV 

 Study design Participants Data collection Data analysis 
I Qualitative  

 
Representatives 
from carer 
organisations 
(n=12) 

Individual 
interviews  
 

Qualitative content 
analysis  

II Quantitative 
 

Carers for 
senior 
citizens/senior 
carers (n=147) 

Self-
assessment 
questionnaires  
 

Descriptive 
statistical analysis, 
logistic regression, 
PCA1, CFA2  

III Qualitative Carer 
representatives 
(n=13)  

Group 
meetings  
 

Discourse 
psychology  

IV Qualitative Researchers 
(n=11) 

Individual 
interviews 

Discourse 
psychology 

1 Principal component analysis, 2 Confirmatory factor analysis  

Setting and participants  
All studies were conducted within the framework of the national UserAge 
research programme. The empirical material for the first three studies emanated 
from various research or R&D projects. Carers participated in these three 
studies (their characteristics are summarised in Table 2), while researchers were 
involved in study IV. Data for study I were collected in the context of 
preparatory work to develop a national Swedish Carer Strategy (SCS), in 
cooperation with the National Board of Health and Welfare (NBHW) and the 
Swedish Family Care Competence Centre (SFCCC). The quantitative data for 
study II emanated from the first wave of a longitudinal panel study conducted 
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within the UserAge programme. The material for study III was drawn from 
group meetings within a Skandia-financed project conducted by the SFCCC, a 
project that aimed to develop a targeted support intervention for carers of 
working age combining paid work with caring for a family member or relative 
(Nka, 2018b). The researcher interviews in study IV were conducted in the 
context of my doctoral studies. 
 
Study I explored and described how carers perceive and reflect on carer 
involvement in R&D work, with specific reference to their personal experiences 
of being consultatively involved in the preparatory work for the SCS. Potential 
participants were contacted via e-mail or phone. The respondents varied in age, 
education, civil status, who they were caring for etc., as well as in which part of 
the country they lived. They also varied with regards to in what way and to what 
extent they had been previously involved in R&D work. The sample of 12 
participants ranged in age from 35 to 77 years (mean=60), and their education 
varied from vocational training to several years of university studies. All were 
of Swedish nationality, and 75% of the participants were female.  

 
Study II aimed to investigate the views of informal carers with regards to their 
active involvement in research, with a specific focus on their interests, 
motivations and obstacles. Recruitment took place during two separate data 
collection periods, using three different strategies. A total of 147 carers were 
recruited during the two data collection periods. The mean age of these 
participants was 70.6 years. The inclusion criteria were being aged 60+ years or 
caring for someone aged 60+ years. Most participants (84%, n=122) were 
female, and 75% of participants had been educated to a university level. A few 
respondents (n=6) were of non-Swedish origin, but as this was a small number, 
this characteristic was not analysed further.  

 
Study III aimed to explore what type of knowledge informal carers bring and 
refer to during a co-creation research process and how this knowledge is 
authorised and negotiated in group discussions with carers and researchers. Two 
different groups participated, one located in the south-east (n=9) of Sweden and 
one in the mid-east (n=4). The purposive recruitment methods varied (Andrade, 
2021; Creswell & Poth, 2018), with the southeast group recruited via a register 
of carers interested in taking part in stakeholder groups and the mid-east group 
recruited based on the local knowledge of a carer advocate coordinator. All 
participants were of Swedish nationality, aged between 35 and 62 years, and 
92% were female. Most participants (n=7) cared for a parent. The majority 
(75%) had a university level education.  
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Table 2. Participant characteristics in studies I–III 
Study Sample 

(n) 
Age, 
years 

(mean) 

Male Female University-
level 

education 

Ethnic 
Swede 

I 12 35–77 
(60) 

25% 
(3) 

75% 
(9) 

50% 100% 

II 147 43–91 
(76.4) 

16% 
(25) 

84%  
(122) 

75% 94% 

III 13 35–62 
(52) 

8% 
(1) 

92% 
(12) 

69% 100% 

 
In study IV, researchers’ views about informal carer involvement in research 
were explored, drawing on their personal experiences. Eleven researchers (ten 
women and one man) from a variety of disciplines (social work, caring, 
medicine) were involved. Participants were aged between 36 to 65 years, and 
most (n=9) had a doctoral degree. The professional positions of the researchers 
ranged from senior lecturer to professor. The inclusion criteria were individuals 
who worked as a researcher and who had actively involved/were currently 
involving informal carers in their research; that is, in more than participating in 
an interview or a survey and that the research is published or is planned to be 
published.  

Data collection 
The empirical material for studies I and IV was gathered via individual 
interviews, personally conducted by myself. In study I (Spring 2018), the 
interviews were conducted via phone, via the online tool Zoom, or face-to-face, 
according to the preference of the participating carer. Data collection for study 
IV was conducted during spring/summer of 2021. Due to the COVID-19 
pandemic, all interviews for this study were carried out via the Zoom video 
conferencing system. The sessions lasted for between approximately 40 to 90 
minutes (I) and 60 to 90 minutes (IV). A thematic interview guide was used in 
both studies. No reimbursement was offered to participants in either study, 
although the researchers who participated in study IV participated during 
working hours.  

 
The data for study II comprised responses to a self-reporting questionnaire. The 
questionnaires were completed between August 2019 and March 2020 and 
collected by Kantar Sifo, an independent survey company operating at the 
national level in Sweden. Depending on the recruitment method, individuals 
who were interested in responding to the questionnaire were given three 
different options to complete the questionnaire: by phone, using a paper version, 
or using an online version. Most respondents chose to complete the survey 
online. No reminders were sent to potential respondents, and no reward or 



26 
 

financial incentive was offered. Data from the telephone and online surveys 
were directly entered into a database, while paper surveys were digitally 
scanned.  

 
The fieldwork for study III was carried out between October 2019 and June 
2020 and consisted of group meetings with two different groups, one located in 
the south-east of Sweden, and the other in the mid-east. The south-east group 
met four times (face-to-face), while the mid-east group met three times (via 
Zoom, due to the COVID-19 pandemic). I participated as an observer-as-
participant in all group meetings, which were led by one of my supervisors, SA. 
Each group meeting lasted for approximately 2 hours and was organised as an 
open conversation, guided by themes. The participants were reimbursed for 
their time. 

Data analysis 
A variety of data analysis methods were used in the studies to explore the 
phenomenon of carer involvement from different perspectives. Studies I and II, 
with their broad aims, were considered explorative, while studies III and IV 
were inspective, looking further into the phenomenon, in line with Blumer’s 
(1969) theory of symbolic interactionism. 

 
Qualitative content analysis (QCA) was used to analyze the empirical data of 
study I, due to the feasibility of QCA for exploring experiences and perceptions, 
with a focus on similarities and differences within the empirical material. 
Although QCA does not lean towards any specific, fundamental theory, it is 
context dependent, and texts must not be viewed as autonomous (Graneheim et 
al., 2017; Graneheim & Lundman, 2004). The analytical steps as described by 
Graneheim & Lundman (2004) were followed. After entering the data into the 
NVivo program, transcripts were scrutinised, and thereafter units of meaning 
that addressed the aim were identified, condensed and assigned a code, to briefly 
describe the contents of the text. For an illustration, please see the coding and 
condensation process shown in Table 1 of Malm and colleagues (2019). This 
process was more ‘inclusive than exclusive’, due to a desire not to exclude any 
important units of meaning. After coding, the units of meaning were directly 
sorted into subthemes, without making any ‘detour’, categorising them first. 
The large number of subthemes was thereafter clustered into core themes, 
including an overarching theme. To ensure transparency, supervision sessions 
were held throughout the entire analysis period; in addition, participants were 
given the opportunity to read and comment on a version of the results that had 
been translated into Swedish.  

 
In study II, the data were analyzed using IBM SPSS Statistics and AMOS. The 
three variables investigated were ‘interest in being actively involved in 
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research’, ‘motivations for research involvement’ and ‘obstacles to research 
involvement’. Frequencies (percentages) and means (standard deviation, SD) 
were used to describe respondents’ characteristics. Thereafter, we investigated 
respondents’ interest in being actively involved in research, using a two-step 
logistic regression (LR). In the first step, interest in active involvement in 
research was used as the dependent variable, while age, gender, education and 
self-rated health were independent variables. In the second step the LR model 
was adjusted for previous active involvement in research. The chi-square test 
(χ2) and, if more appropriate, the likelihood ratio test (Lχ2), were used to 
identify relationships between motivation items and respondent characteristics, 
except for the characteristic of age, where an independent-samples t-test was 
used. A stepwise progression was used to identify latent dimensions of 
motivation. First, through a principal component analysis (PCA) that aimed to 
explore possible latent dimensions, followed by a confirmatory factor analysis 
(CFA) to verify the factor structure. The χ2-test was used to test relationships 
between obstacles to active research involvement in relation to the respondents’ 
characteristics, except for age, where an independent-samples t-test was used. 

 
In studies III and IV, the theoretical point of departure as well as the 
methodology of analysis was discursive psychology (DP). DP is one of several 
approaches that comes under the umbrella of discourse analysis (DA), founded 
in ideas about how social circumstances and phenomena are constructed 
through how they are mentioned in verbal communication and texts (Boréus & 
Bergström, 2018). DP analysis scrutinises how an interpretation of reality is 
authorised and how it is negotiated into being viewed as ‘the truth’; that is, 
‘What is said, how is it said and what is left out?’ (Börjesson & Palmblad, 2007). 
The small-scale discourses used in DP, the interpretative repertoires, are viewed 
as resources when trying to find patterns in texts or talk (Bergström & Ekström, 
2018; Potter, 1996; Winther Jörgensen & Phillips, 2000).  

 
I do not claim to have carried out rigorous DP studies; instead, I would like to 
describe the studies as being inspired by and using the theory and concepts of 
DP. In both studies III and IV, the concepts of ‘interpretative repertoires’ and 
‘subjective positions’ were used as analytical tools (Edley, 2001). In study IV, 
the tool ‘ideological dilemmas’ was added. ‘Subject positions’ could be 
described as the role(s) or specific properties feasible for a person to position 
and depict themself within an interpretative repertoire (Börjesson & Palmblad, 
2007; Wetherell & Potter, 1992), while ideological dilemmas were recognised 
as linguistic resources showing how social interactions may comprise opposing 
conceptions, for instance democracy/authority (Billig, 1996). 

 
Analysis and interpretation of the data was an ongoing process, beginning at the 
same time as the fieldwork and continuing throughout the research process. 
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Once the transcriptions had been completed, the material was carefully read 
through and thereafter entered into the NVivo program. The data were then 
thematised, and the themes assisted in finding the interpretative repertoires.  

Ethical considerations 
The four studies included in my thesis were conducted in accordance with the 
Helsinki declaration (WMA, 2013) and the Swedish law of ethical 
considerations (SFS 2003:460). Formal ethical approval for Studies I and III 
was secured by applications (Dnr: 2018/37-31, Dnr: 2018/135-31) submitted to 
the regional ethical review authority in Linköping. Formal ethical approval for 
Study II was secured within the context of the UserAge Panel Study (Dnr: 
2018/986), from the regional ethical review authority in Lund. No formal ethical 
approval was deemed necessary for Study IV; instead, an advisory opinion and 
ethical assessment was sought from and granted by the southeast Sweden ethical 
advisory board (EPK 735 – 2021).  

 
Research ethics include much more than simply following the Helsinki 
declaration and securing ethical approval from the relevant ethical review 
authority. Acting in an ethical manner is less about meeting formal ethical 
requirements and more about minimising the risk of doing harm (Hammersley, 
2014). A fundamental part of ethical consideration is to reflect on whether the 
potential benefits of the study outweigh the burdens and risks for the individuals 
taking part (WMA, 2013). Ethical concerns are not static, but must be 
understood as an ongoing process, starting in the embryo of the research idea 
and continuing to the final reporting and dissemination of results (Davies, 
2008). All research includes ethical aspects, demanding the researcher’s 
continuous critical and reflexive approach during the entire research process 
(CODEX, 2019). Public involvement in research has, in general, introduced 
new ethical challenges and dilemmas that have not been sufficiently addressed 
(Iwarsson et al., 2019), dilemmas that may be even more in focus when 
involving carers, as they are often located within a broader family system. 
Active involvement, including increased interactions and the establishment of 
more far-reaching relationships between researchers and those who are involved 
in the research may result in unforeseen ethical dilemmas arising (Øye et al., 
2019), which may impose the need to alter plans and take new decisions 
(Vetenskapsrådet, 2017). The methodological discussion regarding 
trustworthiness (p. 52) could to some extent be perceived as one way to address 
ethical concerns.  

 
The recruitment methods of the four doctoral studies comprising my thesis 
varied. However, they shared one common denominator, which was that 
involvement was voluntary. In study I the initial contact with potential 
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participants was made via e-mail or phone, in study IV via e-mail and in study 
II via regular mail. Those who were interested in participating responded 
according to the instructions of the respective study. No reminders were sent. 
In study III, the participants were purposively selected by the researchers 
involved, with the help of local carer advocate coordinators working in the 
municipalities concerned. The south-east group had actively signed up in a 
register of carers interested in taking part in user groups, while participants in 
the mid-east group were recruited based on the local knowledge of the 
coordinator. No participant in any of the studies was in any way dependent on 
me, my supervisors or my co-authors.  

 
In studies I, III and IV, all participants received both verbal and written 
information about the study. Depending on the recruitment method, the carers 
responding to the questionnaire (II) all received written information, while those 
who chose to complete the survey by phone also received verbal information 
immediately prior to the beginning of the survey (Kylén et al., 2020). The 
information provided included the aim of the study and the extent of the 
participation. Additionally, information relating to ethical issues was included, 
such as participation being voluntary and that participants were free to withdraw 
from the study at any time without any repercussions. Participants were given 
the opportunity to ask questions. Participants were also informed that all 
material collected would be treated as confidential and securely stored in 
accordance with the General Data Protection Regulation (GDPR, 
https://gdpr.eu/what-is-gdpr/?cn-reloaded=1), only accessible to the researchers 
involved. For studies I, III and IV, the signed documents with informed consent, 
as well as audio files and transcribed interviews, were securely stored on 
password-protected flash drives at Linnaeus University, while the materials for 
study II were securely stored on a password-protected server at Lund 
University.  

 
The participants in studies I, III and IV were informed about the audio-recorded 
interviews being transcribed verbatim. They were given the opportunity to read 
the full transcript, and in studies I and IV participants were encouraged to make 
comments on the transcriptions if they so wished. The participants in study I 
were also provided with the results and conclusions of the study, translated into 
Swedish. In study III, at the start of each session the group leader (SA) provided 
a resumé of the previous group session then asked for comments or if anyone 
had come up with anything new since the previous session. It was recognized 
that potentionally harm could be done, for example, by not giving feedback or 
by not using the research results in practice, if this is something that had been 
originally promised. I have to the best of my ability disseminated the results of 
the studies to all those involved, as well as to other individuals who expressed 
an interest in the results. This was achieved by sending them published scientific 

https://gdpr.eu/what-is-gdpr/?cn-reloaded=1
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articles and popular science articles, as well as presenting results in relevant 
forums. Nevertheless, due to the COVID-19 pandemic, the latter has not been 
carried out on a large scale.  

 
The transcribed interviews from studies I and IV were anonymised before 
enabling my doctoral supervisors to read them, with any sections that could 
have led to the risk of respondents being exposed or recognised being excluded. 
This may seem superfluous for study IV, however, Sweden is a small country 
where many researchers, including my supervisors, and informal carers who are 
involved in research most likely know each other from other situations. In study 
III, where the data emanated from group sessions, the principle of 
confidentiality could be at risk. Even if myself and my colleague (SA) promised 
to keep personal stories and other sensitive information to ourselves, we could 
not make any similar promises regarding what the other individuals involved in 
the group sessions might say or do after the meetings had ended. Despite this, 
the first group meeting for each group began with providing information and 
agreeing that ‘what is said in the room, stays in the room’. The supporting and 
empathic atmosphere in the group meetings suggested that the group members 
would keep to the agreement, but it is not feasible to be fully certain about this. 
The results of studies I, III and IV were presented in such a way that it 
minimised the risk of the participants being identified, for example by excluding 
excerpts that risked exposing the identity of participants.  

 
In studies I, II and IV, no reward or financial incentive was offered. Those 
participants in study I who chose to meet face-to-face were offered 
compensation for the car journey, and those who chose to meet at a café received 
their refreshments for free as a courtesy. In study III, all participants were 
reimbursed for their time at an hourly rate and were offered coffee and cookies 
at the meetings. The issue of financial compensation for research participants is 
frequently discussed among researchers, and opinions are divided (See 
Discussion section p. 49, for further details). Research ethical issues like the one 
regarding reimbursement is relevant for many reasons, one of them being the 
inevitable power relationship between researchers and the members of the 
public involved (Brinkmann & Kvale, 2005).  
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Findings and summaries 

In this chapter I will present the findings from the four articles included in my 
thesis, including highlights of the respective article’s discussion section.  

Study I 
Moving beyond the first response phenomenon – Exploring carers’ views 
and experiences of being involved in research and development work.  

 
The aim of this study was to explore how carers perceived and reflected on carer 
involvement in R&D work, with specific reference to their personal experiences 
of being involved in the development of a Swedish Carer Strategy (SCS) in a 
consultative capacity. Four main themes emerged from the qualitative content 
analysis, which describe different aspects of carer involvement: ‘a sense of 
community’, ‘feelings of reciprocity’, ‘a sense of advocacy’ and ‘reflecting on 
circumstantiality’. An overarching theme, ‘mediating lived experience’, was 
also identified during the process, illustrating the intimacy and relevance 
between the involved carers and the research topic, as well as mediations and 
accommodations necessary to be able to discuss personal views in addition to 
reflecting on carers’ experiences in a broader context. 

 
‘A sense of community’ was described as experiencing a sense of commonality 
when meeting and interacting with other carers, a fellowship based on mutual 
yet varying caring experiences. Meeting other carers was acknowledged by 
some as their main reason for becoming involved in research, interpreted as a 
context of being understood and not judged. This theme was about recognising 
oneself in other carers’ stories, about channeling their personal worry into 
involvement. Mixing more seasoned carers with those who had recently taken 
on a caring role in R&D contexts was described as positive; however, an 
awareness was acknowledged about potential difficulties to express opinions 
that differed from those of the majority. Finally, this theme recognised that the 
possible emotional strain of meeting other carers and listening to their often 
burdensome stories could be something that discouraged carers from becoming 
involved in R&D work. 

 
‘Feelings of reciprocity’ were described as the relationship between carers and 
researchers, including an explanation of the mutual obligations that arise when 
being part of a research partnership. The theme described the responsibilities of 
researchers to create the preconditions for authentic carer involvement, both 
regarding practical circumstances but also from the perspective of power. It was 
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recognized that researchers need to be honest about and aware of the often 
unequal and asymmetric situation, acknowledging that many carer participants 
may be unfamiliar with R&D and the academic language and jargon used, 
interpreted as possibly resulting in feelings of alienation or of feeling stupid. 
This theme also illustrated that carer involvement increases the validity of 
results due to the different types of knowledge brought to R&D contexts by 
carers and researchers. Thus, it was purported that when these two types of 
expertise meet and interact, true knowledge is created.  

 
The theme ‘a sense of advocacy’ related to informal carers’ motivation for 
involvement in R&D, including their expectations and concerns regarding any 
outcomes. Personal attitudes, including an individual’s level of education and 
previous experiences of R&D work, were believed to be of importance when 
choosing whether to become involved in research, but the theme revealed that 
the most important features for becoming involved were personal traits and the 
ambition to help to improve the living conditions for carers in general. 
Involvement was also viewed as a way to accept and take advantage of their 
own experiences of being a carer. The participants emphasised that, due to their 
extensive experiences of caring and of being involved in carer organizations, 
their contribution went far beyond simply personal opinions as they had the 
words and experiences of many carers to lean on. However, they also 
acknowledged that some carers never have the opportunity to tell their stories.  

 
The final theme, ‘reflecting on circumstantiality’, was described as the necessity 
of reflecting on the widely differing and unique circumstances and contexts of 
carers, on a personal, relational and practical level, and how these must be 
handled to help facilitate the involvement of carers in R&D. The theme also 
considered the widely differing contexts and conditions carers live under, for 
instance family constellations, socioeconomic conditions and the time and 
extent spent on caring. Hence, the only common denominator was that of being 
a carer. The widely varying circumstances of carers were seen as a major 
challenge, with differences often neglected both by researchers and by the carers 
themselves. For instance, some carers felt an urge to always stay at home and 
be close to the care recipient, while others wished to attend R&D contexts but 
were forbidden to do so by their care recipient. To handle these challenging 
circumstances, a ‘leading light’, that is, someone with the specific task of 
supporting R&D carer participants, was seen as essential.  

 
Core findings revealed that carer involvement in research is complex, 
comprising both benefits and challenges, in line with previous research 
(Kylberg et al., 2018). Carer involvement also demands a high level of 
engagement from all involved, throughout the entire research process, as 
involvement neither automatically produces more adequate results nor 
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empowers participants (Smith et al., 2008). Due to the heterogeneity of the carer 
collective, it is not feasible to have a general ‘recipe’ for carer involvement in 
research, instead it demands creativity and flexibility from researchers 
themselves. During the analysis process, the idea arose of transforming the 
themes identified into an analytical tool. Hence, a tentative framework 
illustrating different aspects of carer involvement in R&D was created and 
presented (Figure 1).  

 
Figure 1. The CRAC framework 
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By describing various aspects of involvement in research and R&D work, the 
CRAC framework serves to act as a source of inspiration to researchers, 
policymakers and others who aim to involve carers in their work to better 
understand and interpret carer involvement in various projects and initiatives. It 
could also be of use for carers themselves to gain a deeper understanding of the 
R&D process as well as creating a greater awareness of their own as well as 
other carers’ situations. Finally, although it needs to be further developed and 
tested, the framework could be used as an evaluation tool, to evaluate carers’ 
experiences of involvement in research and R&D.  

Study II 
What motivates informal carers to be actively involved in research, and 
what obstacles to involvement do they perceive?  

 
The aim of this study was to investigate the views of informal carers regarding 
their active involvement in research, with a specific focus on their perceived 
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motivations and obstacles. The results showed that a majority of the 147 
responding carers (83%) were interested in being actively involved1 in research 
into carer issues within the field of ageing and health. Previous active 
involvement in research entailed an even higher proportion (91%) of interest in 
being involved again. A logistic regression analysis showed that older age was 
the only characteristic significantly associated with less interest in being 
involved in research.  

 
The respondent carers were motivated to become actively involved in research 
for a variety of reasons, with the most frequently reported motivational item 
being that research was something the respondent considered important (56%). 
Another commonly reported motivational item was that ‘someone has to do it’. 
There were significant differences between several individual items and 
characteristics (age, gender, education), for instance, those who were most 
motivated to be actively involved in research ‘if it led to changes in the caring 
situation’ were significantly younger (M = 67.7, SD = 12.6) than those who 
were not motivated by this item (M = 72.0, SD = 10.4); t (72.16) = 2.01, p < 
0.05. There was a gender difference regarding the item ‘getting to know more 
about the situation of my family member’, with 74% of men compared with 
33% of women endorsing this as a motivation for research involvement, Lχ2 (2, 
n = 145) = 14.36, p < 0.001. More respondent carers with an educational level 
of more than high-school to a higher degree (44%) reported a desire to 
‘contribute to society’ than those with an education of high-school or less 
(26%).  

 
The most frequently reported obstacle was ‘lack of time’ (48%), followed by 
their own ‘illness, disability or other hindering private situation’ (23%). Several 
of the reported obstacles were found to significantly vary by age, for instance, 
a higher proportion of older respondents deemed active involvement in research 
as too demanding (M = 76.4, SD = 10.5) compared with younger respondents 
(M = 69.2, SD = 11.0); t (143) = -3.24, p < 0.01. However, experiencing a lack 
of time as an obstacle was significantly more common among younger 
respondents (M = 66.2, SD = 11.5) compared with older ones (M = 74.8, SD 
9.3); t (133.17) = 4.93, p < 0.001.  

 
The analysis of individual items for interest in active involvement in research 
revealed that the respondent carers had a high interest in being actively involved 
in research, advocating that carers, due to their experiences and practical 
knowledge of informal care, should be actively involved. The only 
characteristic significantly associated with active involvement was age, where 
being older was associated with a reduced interest for involvement in research, 

 
1 ‘Actively involved’ in the context of the study was explained as implying participation beyond filling 
in a questionnaire or participating in a single interview.  
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which may explain why the voices of older people generally are less heard when 
compared with other categories of the public (Bentley, 2003). The analysis of 
individual items for obstacles to involvement showed that the most commonly 
reported obstacle in the study was lack of time, a finding consistent with the 
findings of a previous study (Snow et al., 2018). The corresponding discussion 
highlighted that many informal carers experience a strained everyday life, 
where caring activities may occupy the main part of their day, hence they 
experience a lack of sufficient time and energy to engage in research 
(Andréasson et al., 2019). Women found the lack of time more obstructive than 
men, which is likely due to the extent of and differences in caring activities. 
One important characteristic that was mentioned as hindering involvement in 
research was age, even if this ‘fact’ was contested by Fudge et al (2007) as being 
too simplistic an explanation. Our study showed that age was a factor, in 
combination with other factors, such as having poor health or the feeling that 
involvement in research could be too demanding. Nevertheless, they argued that 
obstacles should be possible to overcome, for example if researchers are more 
creative and flexible, finding methods for involving carers that are more time- 
and energy-efficient.  

 
In this study, motivational items were first analyzed individually and thereafter 
a factor analysis was employed to identify latent dimensions. The exploratory 
principal component analysis (PCA) revealed two latent dimensions of 
motivation, which were defined as: ‘family motivation’ and ‘greater good 
motivation’. A confirmatory factor analysis (CFA) supported the two-factor 
solution, and the final iteration comprised six family motivation items and five 
greater good items (Figure 2). The two motivational dimensions were according 
to the results almost equally valued. The family motivation dimension was 
described as prosocial, valuing the family (including oneself) and a desire to 
make extra efforts for their benefit (Menges et al., 2017; Schott et al., 2019), 
while the greater good motivation related to a desire to contribute to making the 
situation better to and help carers in general.  

 
Certain characteristics were related to different motivations for research 
involvement, where those of older age, in contrast with previous research 
(Lakomý et al., 2020), showed an overall lower motivation. This result perhaps 
arose from the perceived increase in the caring burden over time (Montgomery 
& Kosloski, 2009; Nolan et al., 1996). Another sociodemographic aspect that 
contrasted with previous research was gender, where the female respondents in 
this study were more motivated by family reasons, whereas earlier research 
found women to be more driven to participate in research by greater good 
motives (Lakomý et al., 2020). Individual items grouped together based on the 
two dimensions indicated that informal carers with an education above high-
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school level were more motivated to become involved in research for greater 
good reasons.  
 

Figure 2. Motivational dimensions 

 
 
 

Due to a lack of research describing the active involvement in research of 
informal carers as a specific category of the public, with possibly different 
preferences to other groups (Ashcroft et al., 2016; Morrow et al., 2012), this 
study could represent a meaningful contribution to achieving a greater 
understanding about informal carers’ motivation to and obstacles for 
involvement in research. Further, it was acknowledged that paying attention to 
the two motivational dimensions held by informal carers, as well as reflecting 
on the perceived obstacles, could help researchers create the conditions for more 
inclusive and systematic carer involvement in research, thereby increasing the 
opportunities for research that is deemed to be of greater societal impact.  

Study III 
Exploring the knowledge contributions of carers involved in a group 
process aimed at co-creating a targeted support intervention 
 
The aim of this study was to explore the types of knowledge carers bring and 
refer to during a co-creation research process and how this knowledge is 
authorised and negotiated in group discussions with carers and researchers. It 
was the participants’ talk about ‘knowledge’ that constituted the primary 
analytic units of this study. The passages selected most often did not include the 
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word ‘knowledge’; instead, it was about how the participants described their 
knowledge, as well as how they authorized these ‘facts’. Using the tools 
provided by discourse psychology (Potter & Wetherell, 2010; Wetherell & 
Edley, 2014), we found three interpretative repertoires, developed from the 
themes: ‘caring situations as knowledge’, ‘a collective carer identity as the 
truth’, and ‘a multifaceted and practical expertise’. Although the repertoires are 
presented as being separate, they are in fact intertwined and belong to the same 
discourse of informal carer knowledge. 

 
The first interpretative repertoire (IR), ‘caring situations as knowledge’, 
emphasized the personal and practical experiences of living a life as an informal 
carer. Central to this IR was talk about how becoming and being an informal 
carer was interpreted as an identity forming practice, implying a transformation 
of their entire life, entailing new challenges and sacrifices, which the 
participants described as having no choice other than to accept and adapt to. 
These changes were not only of a practical type but were also regarded as a 
necessity to adapt to the relational and emotional aspects of being an informal 
carer, for example worrying when being away from the care recipient or having 
a sense of being stuck in a situation they had not asked for. This repertoire, 
describing caring as multifaceted, emotional and holistic, revealed that caring 
goes far beyond practical chores.  

 
The second IR, ‘a collective carer identity as the truth’, described the collective 
knowledge developed when carers met and interacted with other carers, 
individuals described as being in similar situations, with the ability to 
understand each other emotionally and emphatically. Meeting other carers 
created preconditions for learning and possibilities to broaden their personal 
perspectives and knowledge. Despite differing narratives and circumstances 
among the carers, there were similarities that contributed to a feeling of 
community, the ‘mutual story of being a carer’. The stories told also created a 
sense of ‘us and them’, where other carers were positioned as insiders, those 
with credible knowledge, or of knowing the truth. ‘Them’, the outsiders, were 
positioned as those who were not able to fully understand, sometimes described 
using negative stereotypes. The third and final IR, ‘a multifaceted and practical 
expertise’, described the knowledge of carers as going well beyond experiential 
knowledge, which is in line with previous research (Cockcroft et al., 2020; 
Popay & Williams, 1996). The knowledge of carers was varied, including 
extensive theoretical knowledge and rhetorical skills. The choice of their 
particular academic education was described as being influenced by their caring 
role. Academic knowledge was seen as facilitating their everyday caring life, 
for instance through contributing with ability and a sense of security when 
handling challenges such as the antagonistic system of the public sector. The 
knowledge carers are assumed to contribute to research is, as mentioned earlier, 
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not entirely clear. Neither is attention paid to it in the different research 
frameworks (Greenhalgh et al., 2019). The findings revealed that ‘pure’ 
experiential knowledge barely exists, as carer knowledge, despite being situated 
and relational (Haraway, 1988; Popay & Williams, 1996), by its very nature is 
‘blurred’, comprising different types of knowledge, as seen in the three 
repertoires. The knowledge of carers should rather be identified as a particular 
type of epistème (Pols, 2014). The findings also pointed to the risk of 
researchers perceiving carer knowledge as something that may be ‘extracted’, 
that is, viewing the carer as a passive research ‘subject’ instead of a capable 
actor. Such an approach could result in epistemic injustice (Fricker, 2007, 
2017), where due to their characteristics, individuals’ status as ‘knowers’ is 
removed, and those who are not familiar with academic language may readily 
be regarded as non-credible.  

 
Inspired by Fricker’s (2007) concept of epistemic injustice and the point of 
departure in the interpretative repertoires, the risks were categorized into two 
types of injustice risk, ‘type I’ and ‘type II’. Type I injustice risks may arise if 
researchers or other professionals do not recognise the complex knowledge of 
carers. This refers to when researchers and other professionals interpret 
knowledge that does not directly emanate from the carer situation (as described 
in the first IR) as ‘contamination’; as an emotional reaction (second IR), to 
which importance may easily be downplayed; or, there may be a refusal to 
acknowledge equal authority for different types of knowledge or when the same 
type of knowledge is claimed by actors of different status (third IR). The 
likelihood of deciding to become involved in research depends on an 
individual’s socio-economic status, science capital (see p. 20) and gender. This 
is what type II injustice risks refer to. Some societal groups are more familiar 
with scientific language and insights than other groups. Therefore, there is a risk 
that, due to who chooses and who is chosen to be involved, one type of carer 
narrative will dominate the carer knowledge, which in practice may result in 
unequal access to involvement in research, cementing injustices or resulting in 
tokenism.  

 
This study could be of practical use for researchers, social workers and 
municipal carer advocates who wish to deepen their understanding of the 
knowledge held by carers. Being open to the multifaceted nature of carer 
knowledge and acknowledging the two types of injustice risks could facilitate 
researchers’ efforts to involve more heterogeneous samples of informal carers 
in their research. 
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Study IV 
A balance between putting on the researcher’s hat and being a fellow 
human being – the researcher perspective on carer involvement 

 
This study aimed to explore researchers’ views and experiences of involving 
carers in health and social care research. With the use of a discourse psychology 
approach, we found two interpretative repertoires (IR): ‘Philosophy of science’ 
and ‘Personal relationships and growth’. The first IR was interpreted as mainly 
relating to researchers’ talk about the research process, their methodological 
considerations and how they valued the meaning of involvement in different 
stages of the research process. Central to this IR was that carers were described 
as research subjects, and their involvement was organised to be beneficial to the 
research. The repertoire revealed that the contributions of carers to research 
were considered to be substantial. Carer knowledge was described as 
multifaceted, emotive and situated in a relationship no longer in balance, in 
addition to going well beyond pure caring experiences. Carer knowledge was 
also described as genuine expert knowledge that researchers are unable to obtain 
by any other means. However, carers were expected to be able to take on a 
perspective beyond their own experiences, indicating that the researchers were 
those in the position to value knowledge and to make decisions.  

 
The first IR acknowledged that despite a perceived heterogeneity within the 
carer collective, some categories of carers were more commonly involved in 
research than others, mainly due to sociodemographic aspects, but also due to 
being ‘resourceful’. Middle-class ethnic Swedish women with a university 
degree were perceived as being over-represented. Viewing carers as a 
homogeneous sample risks some carer groups making themselves 
spokespersons, resulting in other carers not recognizing themselves and thus 
viewing research and associated interventions as not being meaningful or 
relevant to them. Taking a methodological approach, it was seen as urgent to 
make greater efforts to reach out to and recruit a wider variety of informal 
carers. This IR also comprised interpretations of the desired extent of carer 
involvement, with most participant researchers describing the involvement of 
carers mainly in recurrent interviews or group meetings. Very few participants 
had involved carers in the processes of data analysis or writing, due to a 
perceived lack of scientific competence among the non-academic carers. 
Involving carers in all steps of the research was not seen as a goal per se; instead, 
the participants stressed the importance of having a clear and accepted frame 
and character of carer involvement already in place from the beginning.  

 
The second IR, ‘Personal relationships and growth’, considered aspects of carer 
involvement that go beyond the purely scientific or practical aspects of research, 
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positioning the researcher as a fellow human being and, where applicable, as an 
informal carer. A central point of this repertoire was the development of 
relationships and personal growth, aspects perceived as having preconditions 
that were at odds with established values and practices of research. The process 
of involving carers in research was interpreted as important, and several 
participants portrayed it as a ‘journey’ and a lifechanging experience. This IR 
revealed that participants considered it impossible to separate their researcher 
identity from their identity as a human being, as their experiences as a researcher 
also affected them as humans, and vice versa, in a holistic way. In this IR there 
was also talk about the acceptance of being personally and emotionally affected; 
however, participants emphasized that this did not entail them becoming 
unprofessional or unscientific. The relationships established with carers were 
discussed, with the participants having differing views regarding when these 
relationships should end. For some, continuing the relationship after the 
research had ended was natural, while others stated that from the beginning they 
made agreements with carers about the length of the relationship. Some of the 
participating researchers were or had been informal carers themselves, which 
they described as providing a dual perspective and as creating the possibility to 
construct a ‘mutual platform’ or wearing ‘carer glasses’. This second IR was 
seen as going beyond the limits of science, and the carers were seen as more 
than research subjects; they also contributed to the researchers’ development as 
researchers and as human beings. Being emotionally affected was 
acknowledged and accepted, and the participants described several coping 
strategies they use to handle any challenges such emotional impacts might 
include.    

 
The discussion revealed that the two IRs identified were complementary; 
however, at the same time they were possibly dichotomous, with preconditions 
for being competing, or contradictory, risking ideological dilemmas (Goodman, 
2017). We proposed the use of a continuum to adopt a dialectical perspective 
and avoid any dichotomies, both between the two IRs, but also to avoid 
considering oneself as either an insider or an outsider, for example those 
researchers who were also carers. A dialectical perspective could add further 
dimensions, deeper knowledge and increased quality to the research being 
conducted, as well as contributing to the personal and holistic development of 
the researchers. However, the analysis also revealed that the logic of the first IR 
could be at odds with some aspects found to be important within the second IR. 
This could result in the second IR, despite being viewed as contributing to the 
quality of research, being simultaneously perceived as requiring defence against 
the charge of being unprofessional or unscientific. The second IR highlighted a 
mutual influence between a researcher’s notion of self and research, making the 
opportunities to withdraw as a researcher limited (Dwyer & Buckle, 2009; Ross, 
2017). Accepting the possibility of being emotionally affected, as well as 
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making a personal investment in the research, could act as an ‘insurance policy’ 
against becoming overwhelmed under certain circumstances, such as when 
conducting emotionally difficult research.  

 
The participants did not stress carer involvement in all stages of the research as 
the most important feature; instead, their rationales for a more limited 
involvement varied. They emphasised ‘transparency’ and ‘having a plan’ as 
more important, in line with Bammer’s framework (Bammer, 2019; Bammer, 
2021). Despite this justification of not including carers in all stages of the 
research, it could also introduce the risk of asymmetrical relationships between 
researchers and carers being reinforced, as well as decisions about the level of 
involvement being made due to the ‘wrong’ reasons, for instance a lack of time 
or resources.  

 
The study found that involving carers in research should be viewed as a complex 
process, bringing both benefits and challenges. Researchers and their research 
would benefit from acknowledging, discussing and reporting both of the IRs 
identified when they are writing their publications, as well as recognizing the 
benefit of adopting a dialectal perspective.  
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Discussion 

The overarching aim of my thesis was to gain a deeper understanding of 
informal carer involvement in research, from the perspective of informal carers 
themselves as well as from a researcher perspective. In this discussion section I 
intend to discuss different aspects of carer involvement in research, with the 
point of departure being the main findings of the four sub-studies.  
 
I will begin this section by first discussing what may motivate informal carers 
to become involved in research, exploring whether different dimensions of 
motivation influence their involvement and how researchers would need to 
manage such challenges. Thereafter, I will continue with the issue of 
heterogeneity and representation, by discussing which groups of carers are 
enabled to be involved in research and subsequently analysing how their 
individual choices could be understood in relation to structural power. Finally, 
I will discuss carers’ and researchers’ perceptions of the meanings and 
dynamics of research, in terms of power relations, injustice risks and how they 
interpret their own position in relation to those of others.  

Carers’ motivations for involvement in research 
There is a range of aspects that influences whether carers become involved in 
research. One of these is a previously understudied aspect, namely what may 
motivate carers and other stakeholder groups to become involved in research 
(Lakomý et al., 2020). Studies I, II and III revealed that many carers are 
interested in and appreciate being involved in research, also highlighting that 
they have different motivations for their involvement, relating to characteristics 
such as age, gender, health, educational level, and how long they have had a 
caring role, as well as previous experience of being involved in research. Carers’ 
characteristics in relation to research involvement will, however, be further 
discussed in the next section, which will focus on heterogeneity and 
representation in research.   

 
Besides investigating motivation in relation to individual items, study II 
provided a feasible way to examine carers’ motivations for involvement in 
research in more detail, by distinguishing between two motivational dimensions 
valued almost equally by respondents, ‘greater good motivation’ and ‘family 
motivation’, which will form the focus of this section of the discussion. These 
dimensions could help deepen the current understanding of carer involvement 
in research by suggesting that carers may be driven to be involved in research 
to make the situation better for carers in general (greater good motivation), 
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and/or towards participating for personal benefits, such as meeting others in a 
similar situation to their own, and/or that the research benefits their care 
recipient in some way (family motivation). Previous health and social care 
research findings in relation to this aspect have been inconclusive. Some studies 
have shown that it is common for stakeholders to be motivated by a combination 
of a desire to contribute to the improvement of the stakeholders’ situation in 
general and by personal benefits (Smith et al., 2008), while other studies imply 
that individuals are more motivated to be involved in research that they perceive 
as being close to their own situation (Snow et al., 2018).  
 
There has been limited research regarding the challenges that may arise when 
recruiting informal carers to participate in research. The challenges that have 
been identified include carers’ general lack of time as a result of their caring 
responsibilities, and for carers of working age, juggling paid work, family 
responsibilities and caring activities (Leslie, Khayatzadeh-Mahani, et al., 2019; 
Oliver et al., 2019; Sanders & Stappers, 2008). Even less research has been 
carried out in relation to what may actually motivate carers to become involved 
in research. The analysis of individual findings based on the dimensions in study 
II revealed that informal carers with a higher level of formal education, in 
general, were more motivated to become involved in research for ‘greater good 
reasons’, implying that those with less formal education may be more motivated 
by ‘family motivation’, a finding consistent with previous research (Lakomý et 
al., 2020).  

 
Motivation could, therefore, from a research ethics perspective, be an important 
aspect to reflect on more extensively. Most commonly, recruitment efforts refer 
to involvement as being for the greater good or altruistic reasons, without 
mentioning any direct benefits for the participants themselves. This risks 
discouraging those who are motivated by family reasons, suggesting that during 
the planning and recruitment process, researchers must acknowledge that 
carers’ motivations for involvement can vary and hence adjust their recruitment 
strategies accordingly. For example, advertisements should be phrased in such 
a way that they do not exclusively appeal to those carers (and other 
stakeholders) who are motivated by greater good reasons. A cautious conclusion 
could be that the more recruitment efforts build on the ability and motivation of 
participants to relate their involvement to the greater good, the more 
homogeneous the stakeholders who choose to be involved are likely to be. As a 
consequence, this presumed ideal can be argued to lead to that carers with a 
higher level of formal education will most likely continue to be engaged in 
research, while carers with less formal education will remain an under-
represented group, resulting in a value-based epistemic injustice (Fricker, 2007, 
2017). This leads us to the next section, which will further explore how various 
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aspects such as sociodemographic factors and health, may influence carers’ 
involvement in research.  

Homogeneous involvement in research from a 
heterogeneous carer group  
After having established carers’ interest in and motivations for being involved 
in research, I will continue this discussion with the question of heterogeneity 
and representation among carers involved in research. As previous reports have 
revealed, it is easy to assume that carers comprise a homogeneous group 
(Eurocarers, 2018a). However, the findings from the four studies have 
highlighted considerable heterogeneity within the carer category, differences 
that must be considered at all steps of the involvement process, from recruitment 
to the research itself and through to the dissemination of results. Is research 
involvement an autonomous choice made by the individual carer or, as indicated 
above, are only some groups within the carer collective enabled to be involved?  
 
Study I identified ‘personal traits’ as being one of the most important factors for 
choosing to be involved in research; in study IV, this was termed as being 
‘resourceful’. Reflecting on these ‘personal traits’ in light of participants’ 
characteristics (Table 2), with predominantly female, highly educated 
participants of Swedish origin, highlights the relevance of exploring carers’ 
involvement in research on both an individual and a structural level. The gender 
aspect could be of particular interest, as it was predominantly female carers who 
participated in studies I, II and III. The higher proportion of female research 
participants could perhaps be explained by the higher occurrence of women who 
are in a caring role (Eurocarers, 2018b; Vicente et al., 2022), or that identifying 
as an informal carer likely depends on one’s gender. Women, from a 
socialisation perspective, experience to a greater extent than men societal 
expectations to take on a caring role, in line with Bourdieu’s ‘gender habitus’ 
(Bourdieu, 1999), a concept that involves societal norms and culture ‘forcing’ 
women into caring and subsequently limiting their ability to, for instance, refuse 
to take on a caring role (Trost & Levin, 2018), thus negatively affecting their 
health (Szebehely et al., 2014). The over-representation of female participants 
in research could hence indicate that research involvement and interaction with 
other carers is a feasible way for female carers to create the conditions for 
change and to maintain or increase their health and wellbeing. This is in line 
with the findings of study II, which revealed that female participants were more 
motivated to participate in research considering family motivation, that is, for 
reasons that benefit themselves or the care recipient. However, this finding 
contrasts with previous research, which found women to be more driven by 
‘greater good’ motives (Lakomý et al., 2020). When discussing gender, on the 
other hand, previous research has revealed that men are not always recognised 
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as carers (Wallroth, 2016), which could relate to the finding from study II, that 
men valued getting to know more about the situation of their family member as 
a motivation for research involvement. This finding suggests that male carers 
are more often excluded from being involved in the care of their family member 
(Hertzberg et al., 2003), which in turn could explain why they less frequently 
choose (or are asked) to be involved in research. If using the looping effects of 
Hacking (1999, 2004), it could be argued that changing the classification of the 
caring role into including and accepting masculinity could enable men to 
identify themselves as carers and be recognized as such by others, possibly 
encouraging more male carers to become involved in carer research. 
Nevertheless, gender and its relationship with involvement in research require 
further investigation, preferably while simultaneously including additional 
sociodemographic characteristics, such as age, education and culture (Davis, 
2008; Lykke, 2003).  

 
The findings from Study II revealed that older age was the only 
sociodemographic characteristic significantly associated with less interest in 
being involved in research. This could represent a risk that older carers are 
rarely recruited and, for this reason, are largely excluded from research. Despite 
this, age per se may in fact be too simplistic a factor to explain older persons’ 
lack of interest in being involved in research (Fudge et al., 2007). Instead, ill 
health and other circumstances could be the main aspects hindering 
participation (II), corresponding with the findings of Dewar, who found that it 
may be difficult to recruit older, frail individuals to research due to their health 
issues (Dewar, 2005). Another reason for older individuals’ non-participation 
in research could be that they often take care of and help a spouse and consider 
this engagement as a natural part of the marital agreement, hence do not identify 
as an informal carer (Andréasson, 2021). However, Berge’s (2021) recent study 
showed that frail older persons are in fact positive about involvement in research 
and capable of contributing in a meaningful way, if the appropriate conditions 
to enable their involvement are facilitated (Berge, 2021). Returning to older 
people’s suggested disinterest in involvement in research, one possible 
explanation could be ageism (Bytheway, 2005), that is, other individuals 
involved (e.g. researchers, professionals) could stereotype older individuals as 
being incompetent or incapable of making a meaningful contribution to research 
due to their older age. It may even be the case that older people just believe 
themselves to be classified in this way. Whatever the truth, these factors could 
easily result in older carers self-identifying as being ‘incapable’ of being an 
active participant in research, masking this as disinterest.  
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Individual choices within the limits of structural power 
Following on from this line of argument, a question arises as to whether the 
choice to be involved in research is purely the choice of the individual. Even 
though the symbolic interactionist perspective of my thesis views carers as 
competent and active research actors (Charon, 2010; Schwalbe, 2019), 
structurally established power and inequalities may nevertheless act as obstacles 
to carers’ involvement in research. Likewise, carers’ knowledge and 
understandings are filtered through their history and culture (Gergen, 2015), 
resulting in actions that seem to be individual and subjective in fact being 
expressions of a societal status system (Nordmark, 2022). In this way, only 
those who command the culture and language of research are able to secure their 
position; that is, the ones who become and who stay involved in research. 
Exploring the capital concepts of Bourdieu and Archer (Archer et al., 2015; 
Bourdieu, 1987) could assist in further expanding our understanding about how 
recruitment processes could result in homogeneous involvement from a 
heterogeneous group. Carers in possession of capital (resources) in any form are 
more likely to be involved in research. If taking the participants’ level of 
education (studies I, II, III; see Table 2) as an example, this highlights that those 
with a higher level of science capital (Archer et al., 2015) are more likely to 
choose to participate in research, possibly due to already being familiar with 
how to ‘talk the talk and walk the walk’ of higher education and of research, 
seeing themselves as ‘science persons’ (ibid). Another example could be the 
predominance of involvement of ethnic Swede carers (Table 2) in the studies, 
suggesting that they possess more capital compared with carers who are from 
other ethnic or cultural backgrounds, who may not even consider becoming 
involved as actors within a research context. This could be due to a perceived 
lack of the ‘right’ capital, including possibly identifying themselves and their 
peers as ‘not being sufficiently able’ to contribute to research.  

 
If using the older persons discussed as negatively affected by ageism (see p. 45) 
as a further example, adding another aspect, for example higher education, a 
high position in their working life or being born to a higher social class, could 
represent a combination of aspects that help to increase their capital and affect 
their habitus (a person’s socially ingrained habits, skills and dispositions) in a 
positive manner (Broady, 1998). This might help the older carer to resist ageism 
and identify themself as a competent actor, showing that a combination of 
sociodemographic aspects (e.g. age, gender, education, culture) may facilitate 
involvement in research. However, a more likely risk is that dimensions of carer 
heterogeneity negatively interact when shaping the preconditions for research 
involvement (Davies, 2008), hence contributing to intersectionality and 
epistemic injustice, which effectively hinders some carer groups from being 
involved and from having their voices heard in research. Previous research has 
shown that certain demographic aspects contribute to exclusion from research 
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contexts, an exclusion that by extension risks leading to the decreased relevance 
and generalisability of results (Ferrucci et al., 2004) and, for those whose voices 
are never listened to, in epistemic injustice (Fricker, 2007). For this reason, there 
is an urgent need to pay attention to Beresford’s (2007) cautionary words about 
the risk of reinforcing existing patterns of inequality when involving the public 
in research (Beresford, 2007), or, as suggested by James and Buffel (2022), 
involvement involves the risk of increasing inequalities within population 
groups.  

 
Despite the potentional usefulness of the concept of intersectionality, it is 
currently understudied in informal caring research (Giesbrecht et al., 2012). 
However, in recent years there has been some interest in exploring how an 
intersectional approach could increase opportunities to analyze the situation of 
informal carers (Nka, 2015), as well as increasing the preconditions for 
designing targeted support interventions that meet the needs and preferences of 
a greater number and variety of carers (Alhassan, 2020; Bauer, 2014; 
Hankivsky, 2012). Such initiatives emphasise the need to recruit and involve a 
more representative, multifaceted and heterogeneous sample of carers, as 
settling for a sample that does not take a combination of sociodemographic 
aspects into consideration may risk the carers being recruited having a similar 
habitus and capital. Failing to achieve more heterogeneous and multifaceted 
samples could easily result in non-compliance, that is, carers do not recognize 
themselves in the research conducted, perceive any support interventions 
offered as not relevant, and hence choose not to utilize them, even if their 
circumstances may in fact be similar.  

 
Carers’ interest in and motivations for involvement in research play a key role; 
however, becoming involved in research may in fact be more complex than a 
freely made individual choice. This section has discussed involvement in 
research in relation to various characteristics, such as gender, age, education, 
health and culture, and also in relation to structural power and injustices that 
may influence and facilitate or, more commonly, obstruct carers’ opportunities 
to become involved in research. 

The meanings and dynamics of research 
involvement 
The previous section highlighted the importance of attracting a heterogeneous 
and more representative group of informal carers to become involved in 
research. The findings showed that the circumstances, goals and preferences 
when involved in research or R&D differ within the population group (I), 
indicating that researchers (I, IV) must dedicate sufficient time and efforts to 
clarify and discuss the conditions necessary for carers’ involvement. This is in 
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accordance with previous research (Leslie, Eales, et al., 2019), which suggested 
that unclear roles and expectations may have a subsequent negative impact on 
the research process and on any results (Sibbald et al., 2014). Nevertheless, it 
can be argued that the strategic work and the responsibility of the researcher to 
engage with a more heterogeneous sample of carers does not end with 
recruitment per se. In this section, I will discuss how informal carers and 
researchers describe the meanings and dynamics of research involvement and 
how different positions are interpreted in relation to those of others, both 
between carers and researchers, and among carers themselves. 

 
On a pragmatic level, as outlined earlier in the background section (see p. 9), 
one feasible way to negotiate the conditions for carer involvement in research 
and to manage the various challenges in a more systematic way could be via the 
use of guiding frameworks. In many current frameworks that provide 
researchers with techniques and processes for public involvement in research or 
practice, there is a more or less outspoken endeavour for an as extensive public 
involvement as possible (Arnstein, 1969; Greenhalgh et al., 2019). However, 
while there are many benefits to more extensive involvement, this endeavour 
may nevertheless also bring with it practical, ethical and emotional challenges, 
as highlighted in study IV. This applies not only to groups of stakeholders who 
lead busy and perhaps burdensome lives, such as some informal carers, but also 
possibly for the researchers as well. In studies I, II and IV, ‘lack of time’ was 
frequently highlighted as being a practical obstacle for carer involvement in 
research. Due to the heterogeneity of the carer collective, for instance 
sociodemographic aspects, cultural norms or the phase of caring the carer is 
currently engaged in (Nolan et al., 1996), there may be no general approach for 
how carer involvement in research is best organised in practice. Instead, making 
involvement feasible for carers, for example those who have the most intensive 
caring activities, requires creativity and flexibility on the part of the researcher 
(I, IV).  

 
I would argue that one potential way forward to make practical involvement 
throughout the research process more feasible for carers may be to facilitate 
involvement by toning down the ‘active’ part of the involvement (Bammer, 
2021) and instead focusing on transparency, structure and regular updates (IV) 
or, as acknowledged by Tritter and McCallum (2006), valuing every piece of 
the ‘mosaic’, no matter how small or large it may be. For example, involving 
carers already in the planning process and providing a mandate to determine the 
level of involvement they consider to be reasonable could strengthen their sense 
of competence and wellbeing. Such agency could contribute to increasing 
participating carers’ overall health and quality of life, in addition to producing 
research that is more responsive to their situations as a result of their 
involvement. If the external demands of being involved are deemed by the carer 
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to be too extensive (Bammer, 2021), their involvement could result in stress and 
a sense of burden, negatively impacting their subjective health instead of 
providing a sense of emancipation (Gallagher, 2008).  
 
The tentative CRAC (community, reciprocity, advocacy and circumstantiality) 
framework of study I could be a relevant tool to recognise and engage carers in 
research. Considering the framework’s four aspects of carer involvement, it 
could help researchers reach a deeper understanding of the phenomenon being 
researched, as well as helping them plan and evaluate their research in a way 
that is beneficial to research outcomes, their own prerequisites (for instance time 
and resources) and the prerequisites of the participating carers. If taking the 
‘reciprocity’ aspect in relation to reimbursement as an example, it could be 
argued that this could create difficulties for a carer to feel valued as a part of the 
team if offered for example a lottery ticket as remuneration. For this reason, if 
those carers ‘being invited’ (Figure 1) to a research team are to be genuinely 
treated as partners and their knowledge deemed as equally important, this is an 
important issue to discuss. The decision about reimbursement must however be 
one for the researchers to actively consider in relation to their specific study in 
question, as informal carers may appear ‘unconcerned’ with this issue due to a 
wish to avoid seeming to be preoccupied with any financial benefits of being 
involved (Leslie, Khayatzadeh-Mahani, et al., 2019). This relates to Bourdieu’s 
capital concept, or, more specifically, the ways you may talk about money 
depends on your habitus, the particular field, on power structures and on the 
capital of the others involved (Bourdieu, 1986). However, the issue of carers or 
other stakeholders being motivated to research involvement due to financial 
remuneration could for some researchers or team members in a project 
consortium act as a form of provocation, due to the assumption (as discussed 
earlier) that lay persons often are expected to be involved in research because 
of greater good motivations.  

Power and injustice risks 
It is important to acknowledge that whilst of practical use, nevertheless carer 
involvement in research goes far beyond the use of guiding frameworks, which 
generally exclusively describe techniques and processes, paying less attention 
to the knowledge, positions and interests of those who are invited to participate, 
as well as to the ethical and emotional challenges involved. Despite the fact that 
carers may be both active and competent actors in research situations (Charon, 
2010), they may nevertheless (and most commonly) be less familiar with 
research, the demands entailed when involved in research, and the academic 
language used (an aspect of cultural capital) than researchers who, by virtue of 
their positions, arguably possess power, knowledge and extensive science 
capital within the field of research.  
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Studies I, III and IV revealed that the knowledge contributions of carers were 
seen as substantial and complex, a ‘unique everyday knowledge’ (IV), 
emanating from carers’ dual perspective as representatives of both themselves 
and the care recipient. However, when reflecting upon the input brought to 
research by carers, it is insufficient to simply establish that they bring 
knowledge with them to the table, rather researchers also need to reflect on 
‘what’ knowledge carers bring, what knowledge the carers ‘want’ to bring, and 
also what type of knowledge the researchers ‘expect’ the carers to bring. This 
is important, as study III highlighted ‘type I injustice risks’, that is, that some 
researchers may in fact regard carer knowledge that does not emanate from 
personal experiences as ‘biased’ or ‘non-desirable’. However, carers are never 
‘merely’ carers (III), they also hold other positions, such as their line of work 
or their previous experiences, making it impossible to simply extract parts of 
their knowledge contributions and not others. When discussing power relations 
and ‘the truth’, it could be argued that what is considered to be ‘true’ is affected 
by power relations and which persons who, in this context, have the mandate to 
define the field (Bourdieu & Wacquant, 1992). Studies I and IV indicated that 
researchers are the ones most often setting the norms, that is, they are the ones 
with the ability to define the field of research, which automatically constructs 
an asymmetric relationship (Nilsson, 2008) and a conversational hierarchy, 
risking epistemic injustice (Fricker, 2007). On the other hand, involvement that 
includes interaction between researchers and carers may in fact entail the carer 
taking up a fight for a better position within the field of research. For example, 
by acknowledging the research relationship as complementary, where the 
researchers’ are dependent on the carers’ contributions to conduct their research 
(Bülow et al., 2012), thus strengthening the carers’ positions as active actors 
within the research in question (Charon, 2010). 
 
An interesting aspect is that public involvement in research is most often 
described from the perspective of how it may contribute to research outcomes 
and what impact it has on the involved members of the public (Ashcroft et al., 
2016; Brett et al., 2014). Researchers are generally expected to accept and 
embrace involving carers in their research, yet there has been very little research 
conducted regarding researchers’ own views and experiences about the 
phenomenon. Study IV revealed that involving carers in research was viewed 
as meaningful, with preconditions to influence researchers, as researchers and 
humans, in an emotional way, which under certain circumstances (such as being 
seen as a possible therapist) could become challenging. It can be argued that 
researchers’ unfamiliarity with or lack of skills in involving the public in their 
research work (Oliver et al., 2001) and their attitudes towards public 
involvement emanating from different research paradigms (Kuhn, 2012) that 
influence their ontological and epistemological positions (Guba & Lincoln, 
1994) all have the potential to impact how carer involvement is realised in their 
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research. These positions taken include whether and how researchers consider 
carers to be competent actors and how they value carers’ abilities to contribute 
with meaningful knowledge (Schwalbe, 2019). These aspects could lead to 
tokenistic involvement efforts (Thompson et al., 2009), which, together with 
depicting involvement as time-consuming (Staley et al., 2017), could lead to the 
risk that including a wide variety of informal carers may not always be valued 
or achieved in the research process, in line with the type II injustice risks 
identified in study III.  

 
At the beginning of this discussion section, I argued that there could be 
challenges of various types, where the use of frameworks could help manage 
the practicalities of these challenges. However, there are also other challenges, 
possibly contributing to ‘injustice risks’ (III). For example, the indirect 
involvement of the care recipient (I), which is an ethical challenge that requires 
due consideration (Malm, 2020) to ensure that neither the carer nor the care 
recipient risk being harmed. For example, if the carer participant reveals 
sensitive details about the care recipient, details that the care recipient likely not 
have agreed to being talked about, or, the opposite, if the care recipient controls 
the carer’s involvement and what is said. Also, as revealed in studies I and IV, 
if research involvement is tokenistic or bringing no tangible outcomes, this may 
have far-reaching negative effects on carers’ sense of value, health and may also 
discourage them from further involvement in research.   

 
Power aspects may be perceived as mainly controlled by researchers, but these 
aspects could also be visible in research contexts where carers meet other fellow 
carers. Carers meeting other carers was revealed to broaden participants’ 
thoughts and to strengthen the collective carer identity, the ‘us’ (I, III). 
However, when carers gather in research contexts, there could be a risk of a 
‘corroboration discourse’ emerging, that is, carers value the (presumed) 
homogeneous group identity (I, III) at the expense of expressing their own 
personal views and experiences. To put this in other words, carers may prioritise 
encouraging and acknowledging each other when involved in research. This 
discourse includes the risk that carers with less experience may feel more like 
‘the underdogs’ (III) who do not have the mandate to disagree with, or have 
other ideas than, the more experienced participating carers, those who are 
considered experts (Borkman, 1976). This experience could arise either through 
having had a longer caring trajectory (I, III) or being more experienced with 
regards to involvement in research. The latter may come about as recurring 
involvement inevitably brings with it some degree of professionalisation, 
including learning new jargon and perhaps re-negotiating their own identity 
(Montgomery & Kosloski, 2009), in line with the looping effects described by 
Hacking (1999), implying a change from being classified as a ‘carer’ to an 
‘expert carer’ in research contexts. Yet another potential risk could be if one or 
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more of the participant carers possess more ‘capital’ than others involved, for 
example, if through their education/occupation they have greater social, cultural 
and science capital (Archer et al., 2015; Broady, 1998) and hence are in an 
advantageous position in comparison with other carers who may be less familiar 
with research and the language used within academia.  

 
In this final section of the discussion, I have discussed the meanings and 
dynamics of the research process from the perspectives of both carers and 
researchers, including the use of frameworks, a range of perceived challenges 
of various types, and what knowledge carers may bring to research. Finally, the 
power relationships between carers and researchers, as well as among carers 
themselves were discussed. The next section of the discussion takes up the main 
methodological considerations concerning my doctoral thesis.  

Methodological considerations and reflexivity 
The overarching aim of my thesis was to gain a deeper understanding of carer 
involvement in health and social care research, from the perspective of informal 
carers themselves as well as from a researcher perspective. To accomplish this, 
the thesis comprised four studies, three analysing qualitative data from 
interviews (I, IV) and group meetings (III) and one analysing quantitative data 
from a self-reporting questionnaire (II). I chose Lincoln and Guba’s (1985) 
concept and suggested techniques to review and evaluate the quality of the four 
studies. Acquiring trustworthiness throughout a research process is one of the 
most important elements when trying to establish the quality of research 
findings (Lewis & Ritchie, 2003). Trustworthiness in qualitative studies is 
assessed through four sub-criteria: credibility, dependability, transferability and 
confirmability (Lincoln & Guba, 1985). In quantitative studies, trustworthiness 
is assessed by validity, reliability and objectivity. The trustworthiness of study 
II is to some extent merged into the considerations of the qualitative studies, but 
I have also dedicated a section to discuss study II’s (internal and external) 
validity, reliability and objectivity (Lincoln & Guba, 1985).   

 
‘Credibility’ refers to establishing confidence that findings are true, credible and 
believable, from the perspective of the stakeholders (Lincoln & Guba, 1985). It 
is created through research being conducted in accordance with current 
regulations, throughout the entire research process (Graneheim & Lundman, 
2004), including ethical considerations. From my perspective, my own 
experiences of the field were of importance to create credibility. The credibility 
of my thesis as a whole could be seen as strengthened through the ‘triangulation’ 
of data and methods and by including the perspectives of both informal carers 
and researchers. In the sub-studies, triangulation was achieved through the 
involvement of several researchers in the analysis process and through 
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reflecting on the study’s findings in the light of previous research within this 
field. Measures to strengthen credibility included, for example, the sampling 
process. Even though representation was slightly narrower than anticipated, 
with over-representation of female carers with higher education and with 
Swedish as their first language, discussions among the co-authors deemed the 
samples as sufficiently heterogeneous to feasibly provide an appropriately 
broad view of the phenomena explored. To ensure that the findings (I, IV) 
represented a credible interpretation of the perspectives of those involved, 
transcribed interviews and preliminary results were reported back to the 
respondents through ‘member checking’. To facilitate the participating carers 
succeeding with the member checking, the findings and conclusion of study I 
were translated into Swedish. Although few participating carers utilised the 
opportunity to comment on the results, this was a way to update the participants 
about the research process and provide them with the opportunity to feel more 
involved. The four studies were discussed and scrutinised in various contexts 
through ‘peer debriefing’ (Lincoln & Guba, 1985; Stringer & Genat, 2004), for 
example during PhD seminars at Linnaeus University, in UserAge contexts, in 
SFCCC contexts, at conferences organised by the national network for ageing 
research in social sciences, as well as in a more local network for those 
conducting research on ageing and elder care, organised by the Schools of 
Social Work at Lund University and Malmö University. In addition, there were 
regular meetings and discussions with my doctoral supervisors.  

 
The ‘dependability’ of a study is established through meticulously accounting 
for all phases of the research process, with the aim of showing that the results 
are consistent and repeatable. Establishing dependability in qualitative studies 
can be a genuine challenge for many reasons, for instance it is often difficult to 
control and re-create necessary circumstances. Nevertheless, by clearly and 
transparently describing and documenting the research process, I have made 
considerable efforts to facilitate such endeavors. Raw materials, including field 
notes, audio files of interviews and transcribed interviews, and categorised 
sections of text, have been saved and archived, with the purpose of enabling an 
‘audit trail’ to determine whether the results, their interpretation and the 
conclusions were consistent with the data collected (Lincoln & Guba, 1985).  

 
‘Transferability’ refers to whether the findings of a study may be valid in other 
contexts or settings or in the same context but at a later date. Transferability is 
created through ‘thick description’, that is, a sufficiently detailed description of 
contexts and processes that would enable a reader to decide upon the feasibility 
of transferring the results to other contexts (Lincoln & Guba, 1985). Even 
though qualitative research is situated and interpretations are contingent and 
dependent on the social context (Winther Jörgensen & Phillips, 2000), I have, 
by carefully describing the sampling, data collection and analysis processes, as 
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well as other circumstances regarding the context (Graneheim & Lundman, 
2004; Stringer & Genat, 2004) in relation to each of the sub-studies, created the 
preconditions necessary for judgements of transferability to be made. My hope 
is that the findings of the studies included in my thesis will be found to be 
valuable and useful in other research contexts and in practice.   

 
‘Confirmability’ refers to the neutrality of a study or to what degree the results 
have been created by the answers from the participants and not from the views, 
values or academic background of the researchers (Bryman, 2002; Lincoln & 
Guba, 1985). I aimed to achieve confirmability in the sub-studies by providing 
a detailed description of the research processes (I, II, III, IV), using excerpts 
from the transcribed text to strengthen the interpretations and conclusions of the 
studies (I, III, IV) and through discussing the results of all studies in different 
contexts (please see the credibility section for further details), to ensure they 
were grounded in the data.   

Study II 
The internal validity of study II, that is, the extent to which the results genuinely 
reflected the participants’ opinions and experiences (Lincoln & Guba, 1985) 
was established through the fact that the (panel study) questionnaire was 
developed in close collaboration between researchers and lay persons and 
thereafter thoroughly tested in several iterations and contexts. The reliability 
and objectivity of study II could be seen as established through assigning the 
data collection to a company specialised in conducting interviews and surveys. 
In addition, regarding reliability, statistical tests and analyses were performed 
in close collaboration among the co-authors. Due to a challenging recruitment 
process, where recruitment had to be re-negotiated and performed over several 
steps, it could be argued that the external validity was to some extent reduced, 
that is, the possibilities of generalising the results to a wider population group 
were rather limited (Lincoln & Guba, 1985).  

Reflexivity 
Reflexivity could be argued to be a part of the confirmability criterion. Such a 
point of view suggests that it is impossible to separate the researcher from the 
research, since the epistemology, identity, experiences, values and 
understandings of the researcher are inseparable from the research and form an 
inevitable part of the meaning-making process (Blaisdell, 2015). Hence, as a 
researcher, there is a need to examine one’s own ‘conceptual lens’ and 
assumptions and to critically discuss and reflect about what is brought to the 
research (Davies, 2008), choices made during the research process, and 
accepting that the research is relational and situated in a specific context (Berger 
& Luckmann, 1991; Haraway, 1988; Øye et al., 2019). Throughout the studies, 
I have employed a reflexive approach regarding my own understanding and 
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experiences and how these could influence the interpretations of the data 
(Creswell & Poth, 2018). I am a trained social worker and licensed healthcare 
counsellor with extensive experience of working with families, patients and 
carers within different areas of health and social care. My education and 
previous experiences have provided me with an understanding of the topic and 
the population group, hence the stories, experiences and knowledge I listened 
to in my research studies were on many occasions familiar to me from my 
previous clinical practice work, especially those of studies I and III. It is 
important to acknowledge that an understanding of the phenomenon being 
studied is not negative, per se. If borrowing the credibility concept ‘prolonged 
engagement’, experience and knowledge about a phenomenon could in fact be 
seen as a necessary precondition for the researcher to understand the complexity 
of the context (Lincoln & Guba, 1985; Stringer & Genat, 2004). The informal 
carers involved in the studies, particularly those involved in the group meetings 
(III), seemed to appreciate my familiarity with practical habilitation work, as 
well as being knowledgeable about community support, creating a sense of trust 
and understanding. Although I never claimed to ‘understand’ their situation, I 
could, through my knowledge of illness, addiction and disability, recognise 
parts of their stories and put them into a meaningful context.  

 
I was aware throughout the entire research process that my previous experiences 
may have preconditions to influence my research. Regularly discussing and 
critically assessing my interpretations of findings in different contexts (as 
outlined above) contributed to the work’s transparency and honesty (Blaisdell, 
2015) and to its overall trustworthiness, as well as decreasing the risk of 
conducting research that was biased.  
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Conclusion  

In conclusion, my thesis offers insights into carer involvement in research, from 
the perspectives of informal carers as well as researchers. It highlights that 
successful involvement includes a meaningful process (for all involved), but 
also a meaningful outcome. Involving carers in research is complex, demanding 
creativity and flexibility from the researcher, both regarding recruitment and the 
research process. Likewise, the multifaceted knowledge of carers needs to be 
acknowledged. They are never ‘merely’ carers, but also bring knowledge and 
experiences from other areas of life to research. Henceforth, there is a need to 
be strategic; otherwise, research findings and the interventions developed may 
apply exclusively to some, arguably more privileged, groups within the carer 
collective. Or, to phrase this another way, carer involvement in research has the 
potential to generate new knowledge, but it may simultaneously control what 
knowledge is produced.  

Main lessons learned 
The main lessons learned arising from my thesis about carer involvement in 
research, and which are primarily, but not exclusively directed at researchers, 
policymakers and decision makers, consist of the following:    
 
• Informal carers may have different motivations for choosing to be 

involved in research, as seen in the two motivational dimensions ‘greater 
good motivation’ and ‘family motivation’. These varying motivations 
must be acknowledged and considered by researchers at the outset of any 
research, including adapting recruitment methods accordingly to attract 
a wider variety of carers.   

 
• The more recruitment efforts build on the ability and motivation of 

respondents to relate their involvement to the greater good, the more 
homogeneous the stakeholders who choose to be involved are likely to 
be, that is, carers with a higher level of formal education will most likely 
continue to be engaged in research, while carers with less formal 
education will remain an under-represented group.  

 
• Becoming involved in research may depend on sociodemographic 

factors, such as gender, age, level of education and cultural background, 
as well as the health of the informal carer; thus, it may go beyond the 
carer’s individual choice. Researchers must acknowledge how structural 
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power may impact some carer groups, possibly preventing them from 
becoming or even to consider becoming involved in research.  

 
• Conducting research with informal carers may not only have an 

emotional impact on the participant carers, but also, on the researchers 
heading up/involved in the research project or study. This needs to be 
acknowledged and anticipated by researchers undertaking PPI studies 
due on the one hand to the risks of being potentially overwhelmed 
otherwise by their own emotions. Also, however, on the other hand, and 
on a positive note, due to its potential to increase the reflexiveness and 
sensitivity of the research process and the building up and maintaining 
of meaningful research relationships, thereby increasing the quality of 
the research undertaken.   

 
• Researchers need to understand that carers are active agents with 

strategies for both knowledge acquisition and knowledge use. Also, that 
the carers use these strategies in relation to research involvement.  

 
• When involving carers in research, it is important to consider that carers 

are in a context that includes another person (the care recipient). This is 
an ethical issue that can make the involvement of carers in research more 
complicated and demands special considerations from the researcher.  
 

• Researchers must acknowledge and respect the different ways and 
extents that carers can realistically and meaningfully be involved in 
research. The CRAC framework could be considered to be a guiding tool 
for researchers and policymakers on how to meaningfully involve 
informal carers in research and R&D work.  

Future research  
• To date, there has been a dearth of carer research that includes 

heterogeneous samples of carers. Future health and social care research 
should include the involvement of a wider range of stakeholders, for 
example more male carers, older carers, lesbian, gay and transsexual 
carers, carers with various levels of education and carers from ethnic 
minority groups, to be able to conduct research that apply to and is found 
relevant by wider groups of carers. Also, to increase the practical 
usability of research, so called ‘change agents’ with a mandate to 
contribute to practical change, such as politicians and policymakers, 
should be involved.  
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• Future research could also further evaluate and develop the CRAC 
framework into a practical tool for involving informal carers in health 
and social care research and R&D work. The framework could be 
adapted for use in other research disciplines or with regards to other 
population groups.  

 
• As seen in many frameworks, there is a tendency to value more extensive 

involvement of carers (and other lay stakeholders) in research, 
recognising them as being part of the research team. From this 
perspective, there is a need and responsibility for researchers to further 
discuss and reflect on reimbursement and other benefits for those who 
choose to become involved in research, and to further explore whether 
lay stakeholders’ contributions may differ depending on their motivation 
for involvement and, if so, in what way/s.   

 
• The care recipient’s perspective in relation to the informal carer’s 

research involvement is interesting and an ethical challenge worthy of 
further study. 
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Svensk sammanfattning  

Anhörigmedverkan i hälso- och samhällsvetenskaplig forskning 
 
Bakgrund 
Under de senaste årtiondena har det världen över blivit alltmer populärt att 
involvera personer som inte är aktiva inom akademien i forskning på ett sätt 
som går utöver traditionell medverkan. Denna deltagarbaserade forskning kan 
genomföras på olika sätt och med olika nivåer av medverkan, men de har en sak 
gemensamt, nämligen att forskningen genomförs med eller av en specifik 
befolkningskategori förr än till, om eller för dem. Medverkan av olika grupper 
inom befolkningen har i många fall förutsatts vara positiv, relativt lite forskning 
har på ett mer systematiskt sätt undersökt på vilket sätt detta tillvägagångssätt 
kan gynna deltagare eller forskningens resultat.    
 
En samhälleligt viktig befolkningskategori är de anhöriga, som står för cirka 80 
procent av den omsorg, stöd och hjälp som ges till personer som har stödbehov 
på grund av att de är äldre, har en funktionsnedsättning eller lider av långvarig 
sjukdom. Oftast ges denna, många gånger omfattande, omsorg utanför det 
formella stödsystemet från kommuner och regioner och utan någon ekonomisk 
ersättning. De anhöriga bidrar således med omfattande samhälleliga insatser. 
Trots detta så ses de inte sällan som en belastad, sårbar och relativt enhetlig 
kategori med egna stödbehov. I själva verket är anhöriggruppen 
mångfacetterad, där anhörigskapet kan vara den enda gemensamma nämnaren. 
Undersökningar som genomförts i Sverige och Europa under senare år har visat 
att anhöriga självskattar sin egen hälsa som sämre jämfört med övriga delar av 
befolkningen. Detta tyder på att anhöriga behöver tillräckliga förutsättningar 
och stöd för att bibehålla en god hälsa, det vill säga, inte för att de ska kunna 
fortsätta vårda och stödja, utan för att de ska kunna leva ett liv utifrån sina egna 
val. I Sverige har stöd till anhöriga varit lagstadgat i socialtjänstlagen sedan 
2009, men rapporter har visat att det stöd som erbjuds i dagsläget inte är 
tillräckligt flexibelt och inte håller tillräckligt hög kvalitet, vilket resulterat i att 
relativt få anhöriga har tillgång till stöd de finner värdefullt.  

 
Ett sätt att öka den generella nivån av förståelse om anhörigas varierande 
situation och omständigheter, samt för att kunna utveckla stödinsatser som 
anses vara meningsfulla för en större del av anhöriggruppen, skulle kunna vara 
att involvera och forska tillsammans med anhöriga. I dagsläget så har anhörigas 
medverkan i forskning beforskats förvånansvärt lite, och då de deltagit i studier 
så har deras röster ofta vägts samman med åsikter från andra kategorier, 
exempelvis patienter eller brukare av andra samhälleliga insatser. Även om 
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omständigheter och förutsättningar för anhörigas forskningsmedverkan har 
likheter med den andra grupper har, så finns det skillnader. Anhörigarbetet sker 
i en relation, där den anhörige ger omsorg samtidigt som det ibland, men inte 
alltid, kan finnas behov av egna stödinsatser. Anhöriga kan således ses som att 
de har ett dubbelt perspektiv, vilket gör att betydelsen av att genomföra 
forskning som specifikt fokuserar på anhöriga är stor.  
 
Syfte 
Avhandlingens övergripande syfte är att utifrån anhörigas och forskares 
perspektiv få en djupare förståelse för anhörigas medverkan i hälso- och 
samhällsvetenskaplig forskning.  
 
Metod 
Avhandlingen inkluderar fyra delstudier som utforskat anhörigas medverkan i 
forskning. Tre av dessa utgår från anhörigas perspektiv, medan den fjärde 
studien undersöker forskares perspektiv på anhörigmedverkan i forskning. Tre 
studier är kvalitativa, medan den fjärde är kvantitativ. I de tre kvalitativa 
studierna används två olika metoder; kvalitativ innehållsanalys och 
diskurspsykologi. Analysen av den kvantitativa studien genomfördes genom 
deskriptiv statistik, logistisk regression och två olika typer av faktor-analys. 
Datainsamlingsmetoderna varierar, i den första och fjärde studien samlades 
datan in via individuella intervjuer, i den andra studien genom en enkät och 
materialet till den tredje studien samlades in i gruppträffar med anhöriga.  

 
Resultat 
Avhandlingens resultat visade att anhörigas motivation till forsknings-
deltagande varierar. Ett sätt att undersöka fenomenet motivation kan vara 
genom att dela upp motivationen i dimensioner; för det allmänna bästa och 
familjemotivation.  Resultatet visade också att det är vanligare att vissa anhörig-
grupper väljer att delta i forskning, till exempel utifrån sociodemografiska 
faktorer eller hälsa. Vanligast är att kvinnliga anhöriga väljer att delta, medan 
äldre anhöriga representeras i lägre utsträckning. Det är lätt att tänka att beslutet 
om att delta i forskning är ett individuellt val, men det har visat sig att olika 
samhälleliga maktaspekter har stor betydelse. Detta gör att det ställs stora krav 
på forskaren att rekrytera och involvera ett så brett urval av anhöriga som 
möjligt, annars riskerar den forskning som görs att bara vara relevant för vissa 
anhöriga. Det är även viktigt att det praktiska anhörigdeltagandet organiseras på 
ett sätt som är meningsfullt för forskningen, forskarna och de anhöriga. Ett sätt 
kan vara genom att använda sig av olika ramverk, det vill säga på förhand 
bestämda strategier och tekniker. Det finns dock även andra utmaningar som 
behöver hanteras och belysas, till exempel etiska och känslomässiga sådana, 
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likväl som att maktasymmetrin mellan forskare och anhöriga, samt mellan 
anhöriga sinsemellan.   
 
Resultatet från studie I visade att anhörigmedverkan är komplex, att den 
innefattar både fördelar och utmaningar samt kräver en hög nivå av engagemang 
från alla deltagare genom hela forskningsprocessen. Anhöriga som deltar i 
forskning har olika förutsättningar och behov, därför behöver forskaren vara 
kreativ och flexibel. I studien utvecklades ett ramverk, CRAC, som beskriver 
olika aspekter av anhörigmedverkan. Detta skulle forskare kunna använda som 
inspiration och som ett sätt att utvärdera anhörigmedverkan i olika 
forskningskontexter. Studie II visade att anhöriga kan ha olika motivation till 
forskningsmedverkan, exempelvis utifrån sociodemografiska aspekter. Med 
hjälp av faktoranalys upptäcktes två, av respondenterna jämbördigt värderade, 
motivationsdimensioner. Dessa visade att anhöriga kan motiveras av att deras 
medverkan bidrar till en bättre situation för anhöriga eller av att deras 
medverkan kan bidra till förändring i deras egen eller den närståendes situation. 
De två dimensionerna var inte ömsesidigt uteslutande. Den tredje studien visade 
att anhörigas kunskapsbidrag går bortom egna erfarenheter av att stödja och 
hjälpa en närstående. Deras kunskap är känslomässig och relationell, likväl som 
en kollektiv kunskap mellan anhöriga, en kunskap som kan bidra till en känsla 
av samhörighet mellan anhöriga som grupp. Dessutom ingår en mer holistisk 
kunskap där de anhörigas tidigare erfarenheter och kunskap, utbildning och 
yrkesval är en del. Ifall forskare inte ser denna sammansatta kunskap som 
önskvärd, innebär detta en risk för utveckling av orättvise-risker. Studie IV 
visade, från ett forskarperspektiv, att anhörigmedverkan är komplex. Analysen 
visade två parallella teman som kan beskriva forskares uppfattning och 
erfarenheter av att involvera anhöriga i sin forskning. Ett tema beskrev den 
vetenskapliga processen medan det andra beskrev det som går bortom det 
vetenskapliga, exempelvis ifall forskaren själv var anhörig, utveckling av 
relationen mellan forskare och deltagare samt att det är betydelsefullt att inse 
och acceptera möjligheten att som forskare bli känslomässigt påverkad. 
 
Slutsats 
Framgångsrik anhörigmedverkan inkluderar både en meningsfull process likväl 
som ett meningsfullt resultat för alla medverkande, både anhöriga och forskare. 
Då anhöriga är en heterogen grupp med olika förutsättningar, behov, mål och 
motivation krävs det både kreativitet och flexibilitet av forskaren under hela 
processen. En anhörigs beslut att delta i forskning är ett individuellt val 
beroende på olika aspekter såsom sociodemografiska faktorer och hälsa, men 
beror också på strukturella maktfaktorer. Forskare som involverar anhöriga i 
forskning behöver således vara strategiska och säkerställa ett brett urval av 
deltagande anhöriga i sin forskning, annars riskerar resultat och interventioner 
att bara gälla vissa, mer privilegierade grupper inom anhörigkategorin. Eller, 



64 
 

formulerat på ett annat sätt; anhörigmedverkan har förutsättningar att producera 
ny kunskap, men samtidigt så kontrollerar den vilken kunskap som produceras.   
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Populärvetenskaplig sammanfattning av 
artiklarna 

I. Anhörigas tankar om och erfarenheter av 
forskningsdeltagande 
Det finns en risk att forskare, beslutsfattare och praktiker oreflekterat 
utgår ifrån att all typ av involvering inom brukarmedverkan i forsknings- 
och utvecklingsarbete (FoU) är bra och meningsfull. En kvalitativ studie 
visade att genuin och framgångsrik anhörigmedverkan i FoU arbete 
kräver engagemang från forskaren genom hela forskningsprocessen. I 
studien utvecklades ett ramverk med syfte att underlätta för forskare att 
förstå och tolka anhörigas behov och förutsättningar för deltagande i FoU-
arbete. Detta för att skapa goda förutsättningar för en framgångsrik 
involveringsprocess.  
 
Det finns en brist på studier som beskriver anhörigas upplevelser av medverkan 
i forsknings- och utvecklingsarbete (FoU), och det gäller särskilt studier som 
inte enbart ser medverkan som odelat positiv. Det är viktigt att anhörigas 
deltagande i FoU beskrivs på ett balanserat sätt, inklusive fördelar, nackdelar 
och utmaningar. Det är också viktigt att man tar hänsyn till aspekter i 
anhörigskapet som kan medföra påverkan på anhörigas hälsa, välbefinnande, 
ekonomi, arbete och social inkludering.  
 
Forskning kan bidra till en större förståelse för anhörigas situation och till att 
bättre och mer meningsfulla stödinsatser för anhöriga kan utvecklas. Studien, 
där tolv anhöriga intervjuades utifrån sina erfarenheter av att ha varit med i 
förarbetet till en nationell anhörigstrategi, visade att anhörigdeltagande i FoU 
är komplext och innefattar fler unika aspekter än medborgardeltagande 
generellt. Detta kan förklaras utifrån att anhörigskap baseras på en relation, en 
familjekontext och på en anhörigidentitet.  
 
Anhöriga är en blandad grupp med varierande förutsättningar för och olika 
behov av stöd vid forsknings-medverkan. De motiveras av olika saker för att 
välja att delta i forskning; vissa önskar delta för att träffa andra anhöriga, medan 
andra motiveras av en vilja att förbättra situationen för anhöriga mer generellt. 
Forskare och praktiker måste vara medvetna om de stora skillnaderna inom 
anhöriggruppen. Ifall man bortser från detta så riskerar involveringen att enbart 
bli symbolisk, utan praktisk betydelse. Det CRAC-ramverk som utvecklades i 
studien (där de olika delarna i svensk översättning står för; gemenskap, 
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ömsesidighet, berättigande och omständigheter) kan användas som inspiration 
för de som funderar på att involvera anhöriga i FoU på ett mer systematiskt sätt.  
 
Malm, C., Andersson, S., Jönson, H., Magnusson, L., & Hanson, E. (2019). 
Moving beyond the first response phenomenon - Exploring carers’ views and 
experiences of being involved in research and development work. International 
Journal of Sociology and Social Policy, 30(7/8), 627-643. https://doi.org/DOI 
10.1108/IJSSP-05-2019-0091 
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II. Familjen och det allmänna bästa motiverar 
anhöriga att delta i forskning 
Nog har anhöriga en tillräckligt belastad vardag utan att dessutom behöva 
delta i forskning? En nyligen genomförd enkätstudie visar dock att 
majoriteten av anhöriga både är intresserade av att ta del av forskning och 
att själva delta i den forskning som rör anhöriga som målgrupp. Samma 
studie visar att anhörigas motivation för att delta varierar, och detta är 
något som forskare behöver vara medvetna om. Att enbart engagera de 
anhöriga som är lättast att få tag på medför en risk att skapa forskning och 
stödinsatser som enbart passar vissa anhöriga. 
 
I dagsläget hjälper och stöttar 1,3 miljoner vuxna i Sverige en familjemedlem 
eller släkting, och utifrån rådande demografiska förändringar så kommer 
sannolikt de anhörigas ansvar att öka framöver. Trots att det anses vara frivilligt 
att ta hand om och hjälpa sina närstående så känner många anhöriga att de 
egentligen inte har något val, och anhörigskapet påverkar i många fall hela 
livssituationen. En nationell kartläggning visade att anhöriga skattar sin hälsa 
sämre än befolkningen i övrigt, och trots det är det vanligt att anhöriga inte får 
önskat stöd. Utvecklingen av anpassade stöd är således betydelsefull. Ett sätt att 
skapa mer meningsfulla stödinsatser är att genomföra mer relevant forskning 
genom brukarmedverkan. Även om konceptet att involvera medborgare sedan 
lång tid tillbaka varit ett populärt sätt bland forskare och praktiker för att få höra 
deras röst, så har de anhöriga som grupp varit relativt osynliga. Många anhöriga 
är intresserade av att själva vara delaktiga i forskning, och vad som motiverar 
till deltagande verkar variera.  
 
Enkätstudien, där 147 anhöriga deltog, visade att de anhörigas motivation kunde 
delas upp i två olika kategorier; familjemotivation och för det allmänna bästa. 
Detta innebär att anhöriga både motiveras av att bidra till en förbättring och 
förändring av anhörigas situation rent generellt, men även utifrån en tanke om 
personliga fördelar. I familjemotivation ingår aspekter som till exempel att 
forskningsmedverkan kan bidra till förändring i den egna eller den närståendes 
situation. I för det allmänna bästa handlar det bland annat om en önskan om att 
bidra till samhället. De två olika sorternas motivation värderades generellt sett 
ungefär lika högt av deltagarna i studien, men anhöriga med högre utbildning 
var mer motiverade av att delta i forskning utifrån en tanke om det allmänna 
bästa.  
 
Äldre anhöriga var mindre motiverade att delta i forskning. Brist på tid och en 
ansträngd vardagssituation var några av de hinder för forskningsmedverkan som 
nämndes, likaså brist på energi och ork. Kvinnor upplevde tidsbrist som mer 
hindrande än vad männen gjorde, och äldre anhöriga upplevde själva 
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forskningsdeltagandet som alltför krävande. Detta tyder på att det krävs 
eftertanke då anhöriga ska medverka i forskning. Om forskaren anser att 
anhöriga är en homogen grupp med liknande erfarenheter, tankar och behov, 
riskerar vissa grupper av anhöriga att aldrig få möjlighet att göra sina röster 
hörda.  
 
I förlängningen kan det innebära att samhälleliga ojämlikheter cementeras än 
mer. Genom en fördjupad kunskap om anhörigas varierande motivation till och 
hinder för att delta i forskning, uppmuntras forskare att hitta nya och kreativa 
metoder, både för rekrytering och i själva genomförandet av studien. Detta 
gynnar både forskaren själv, de medverkande anhöriga – och forskningens 
resultat.  
 
Malm, C., Andersson, S., Kylén, M., Iwarsson, S., Hanson, E., & Schmidt, S 
M (2021). What motivates informal carers to be actively involved in research, 
and what obstacles to involvement do they perceive? Research Involvement and 
Engagement, 7(80). https://doi.org/10.1186/s40900-021-00321-x 
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III. Anhörigas kunskap består av mer än egna 
erfarenheter 
Involvering av olika samhälleliga grupper i forsknings- och 
utvecklingsarbete (FoU) har sedan decennier tillbaka ansetts vara ett 
lämpligt sätt att se till att forskningsresultat, policy och praktik är 
meningsfulla och relevanta. Den här nyligen genomförda kvalitativa 
studien har fokus på vilken sorts kunskap anhöriga förväntas kunna bidra 
med, något som givits betydligt mindre uppmärksamhet. Resultatet visade 
att anhörigas kunskap är mer komplex än att enbart bestå av personliga 
anhörigerfarenheter. Utifrån rådande demografiska förändringar, med 
allt fler som har någon form av stödbehov i kombination med en alltmer 
ansträngd offentlig sektor, ökar behovet av anhörigas insatser.  
 
En anhörig är någon som stödjer och hjälper en familjemedlem eller någon 
annan i sin närhet, oftast utanför de formella stödsystemen och utan ekonomisk 
ersättning. Många finner anhörigrollen både givande och ansträngande, och den 
kan påverka hela livssituationen och bidra till att ett stödbehov uppkommer. 
Kommunerna har ett lagstadgat ansvar att erbjuda detta stöd till anhöriga, men 
relativt få utnyttjar det. Möjligen beror det på att det inte finns något passande 
stöd, eller så har de aldrig blivit erbjudna något. Ett sätt att skapa meningsfulla 
stödinsatser tros vara genom att involvera den specifika målgruppen i 
utvecklingsarbetet, i det här fallet anhöriga. Trots detta antagande så är det 
oklart med vilken sorts kunskap de anses kunna bidra med.  
 
Syftet med den här kvalitativa studien var att utforska vilken typ av kunskap 
anhöriga hänvisar till vid deltagande i olika projekt. Materialet till studien 
samlades in vid sju gruppsamtal i två olika grupper med anhöriga, där de 
träffades utifrån ämnet ”anhörigas behov och preferenser gällande 
stödinterventioner”. Resultatet visade att anhörigas kunskap är komplex och 
består av olika delar. Det rör sig om praktiska erfarenheter av att vara anhörig 
och gemensam anhörigkunskap, men även akademisk kunskap, expertis och 
strategier som införskaffats för att för att kunna uppleva en större säkerhet och 
trygghet i kontakten med professionella, t ex inom hälso- och sjukvård.  
 
Det är viktigt att de som involverar anhöriga är medvetna om och accepterar att 
anhörigas kunskapsbidrag går långt bortom personliga erfarenheter. Anhöriga 
måste betraktas som kompetenta deltagare, i annat fall så riskerar det som kallas 
för orättvise-risker att uppstå. Dessa risker kan delas upp i två olika typer; typ I 
och typ II. Typ I handlar om forskare som inte accepterar anhörigas komplexa 
kunskap, eftersom de inte godtar att den egna expertisen utmanas.  
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Typ II handlar om urval, och att sannolikheten både att vilja och att bli utvald 
att delta beror på socio-ekonomisk status, som utbildning och kön, vilket 
innebär att vissa anhörigröster, exempelvis de med lägre utbildning eller som 
av annan anledning är mer sårbara, riskerar att aldrig bli lyssnade på.  
 
Den här studien kan vara av praktisk nytta för forskare, beslutsfattare och 
socialarbetare som önskar fördjupa sin förståelse om anhörigas kunskapsbidrag. 
Att vara öppen för den komplexa anhörigkunskapen och att beakta de två olika 
riskerna för orättvisa, kan underlätta för att man involverar en mer heterogen 
grupp anhöriga i sitt arbete.  
 
Malm, C., Jönson, H., Andersson, S., & Hanson, E. Exploring the knowledge 
contributions of carers involved in a group process aimed at co-creating a 
targeted support intervention. Provisionally accepted with minor revisions.  
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IV. Att balansera mellan att vara forskare och 
medmänniska   
Att involvera olika samhälleliga grupper i forskning och i forsknings- och 
utvecklingsarbete (FoU) har sedan decennier tillbaka setts som en 
”försäkran” om att forskningens resultat är betydelsefullt både ur 
forskningssynpunkt och för målgruppen. Den här studiens syfte har genom 
sitt fokus på att studera forskarens syn på att involvera anhöriga i sin 
forskning ett annorlunda anslag. Resultatet visade att forskare ser 
anhöriga som att de genom sin kunskap kan bidra till forskning, men även 
att deras medverkan har förutsättningar för att bidra till forskarens egen 
utveckling som forskare och som människa. 
 
Det har sedan många år tillbaka varit populärt att involvera olika samhälleliga 
grupper i forskning eller i forskning och utvecklingsarbete. I rapporter och 
artiklar har det gått att läsa om positiva effekter på både forskningens resultat 
och på de personer som deltagit. Betydligt färre studier har berört forskarnas 
insikter och erfarenheter av att arbeta tillsammans med människor utanför 
akademin, till exempel anhöriga. Det finns en förväntan på forskare att vara 
positiva till att involvera personer utanför akademin i sin forskning, trots att 
tidigare studier visat att forskare kan uppleva sådan involvering som exempelvis 
alltför tidskrävande. 

 
Den här kvalitativa studien syftade till att utforska forskares tankar och 
erfarenheter av att involvera anhöriga i forskning. Materialet inhämtades genom 
intervjuer med elva forskare som är verksamma på olika svenska universitet. 
De deltagande forskarna hade involverat anhöriga i sin forskning på ett sätt som 
går utöver en enstaka intervju eller enkät. Två teman framkom, ett som handlade 
om den vetenskapliga processen och ett som handlade om forskarens egen 
process och utveckling. I det första temat beskrevs forskningsprocessen, och 
hur forskarna planerade för och värderade de anhörigas medverkan i 
forskningens olika stadier. Centralt var att anhöriga beskrevs som 
”forskningspersoner”, och deras medverkan beskrevs vara organiserad på så sätt 
att den skulle vara fördelaktig för forskningen. De anhörigas bidrag ansågs vara 
betydelsefulla, och att den kunskap de bidrog med som mångfacetterad, 
känslomässig, och långt bortom ren erfarenhet av att hjälpa och stötta en 
närstående. Det här temat poängterade vikten av att lyckas rekrytera en bredd 
av anhöriga, annars riskerar forskningen resultera i resultat och insatser som 
bara upplevs som relevanta av vissa anhöriga.   

 
Det andra temat visade hur forskarna genom att involvera anhöriga i sin 
forskning genomgick en egen utvecklingsprocess, en livsförändrande process 
där det sågs som omöjligt att separera sin forskaridentitet från sin identitet som 
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medmänniska. Centralt i det här temat var utvecklingen av relationer mellan 
forskare och deltagande anhöriga, av empati och känslor som en del av 
forskningen. Detta är aspekter som skulle kunna anses vara i konflikt med 
etablerade värderingar inom forskningen, inklusive en farhåga att bli betraktad 
som icke-professionell eller ovetenskaplig. Det här temat visade en acceptans 
för de egna känslornas potential att bidra till forskningens kvalitet, likaså som 
en sorts ”försäkring” mot att inte överväldigas av känslomässigt utmanande 
forskning. De forskare som var anhöriga själva berättade att de börjat använda 
sin anhörighet i sin forskning, att det var en process att börja ”våga” se sig själv 
som något annat än enbart forskare i kontakten med de anhöriga. 

 
Analysen visade att de två teman som framkommit kompletterade varandra, 
men att de samtidigt skulle kunna upplevas som motstridiga. En acceptans av 
båda temana kan bidra till djupare kunskap och forskning med högre kvalitet, 
där båda med fördel bör ges utrymme i olika publikationer.    

 
Malm, C., Jönson, H., Andersson, S. and Hanson, E. A balance between putting 
on the researcher’s hat and being a fellow human being – the researcher 
perspective on carer involvement. Status: Submitted.  
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