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In this thesis my aim is to analyse and discuss discourses of Swedish disability research, with focus 

on participation in research by disabled people. My research question is based on an observation 

that research overviews and evaluations repeatedly argue for the importance of participation of 

disabled people. This request has been recurrent and more or less intact in its form for over 20 

years. 

My question is why this request has not been fulfilled or altered in its form. I base my 

theoretical framework and methodology on Critical Discourse Analysis, and the power of language 

in a constructed and reconstructed social reality, with a semi-structuralist approach as developed by 

the British sociolinguist Norman Fairclough. In focus is the discursive construction of research 

participation and participants. 

My result after a systemic-functional grammar analysis of governmental research reports and 

peer-reviewed articles published in English, in international academic journals, by researchers with 

affiliation to Swedish universities, is that participation is discussed in terms of disabled people 

primarily as the source of information rather than as actual actors in a research process. The 

discursive construction of disabled participants rests on identification and representation connected 

to being disabled / having an impairment. A discourse of knowledge validation is based on a 

division of roles, tasks and labour, in which researchers and participants are constructed in 

opposing subject positions. Participant influence is constructed in terms of subjectivity and 

personal interest, as opposed to the objective expertise of the researchers. 

Discourses are, however, found to be contested and inconsistent, both in terms of conceptual 

definitions of disability and disability research, and as manifested in actual use of language. The 

most fixed discourse seems to be that of requests for increased participation, and the attributing of 

personal experiences to participants, in contrast to attributing professional expertise to researchers. 
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Preface 
The focus of this study is the language used by Swedish disability researchers when talking about 

participants in research projects or discussing participatory research methods. My aim is to 

highlight and discuss discursive constructions and patterns, and implications for (im)possible 

subject positions, in the social practice within Swedish disability research - the discursive 

construction of research participation and participants. This thesis is not arguing for or against a 

particular way to do disability research. Its focus is the discursive construction of research 

participation and participants. 

Is this study in itself done in a participatory way? Have I been inclusive in my approach? 

Simply put, no. There has been collaboration in the sense that the research questions derive from, 

among other things, my engagement in the research collective Begripsam (www.begripsam.se). 

But inclusive, no, and I have not in any essential way taken measures to use a participatory 

method, approach or design in this thesis. I have rather chosen not to, mainly since it is the 

independent work required for a Master’s degree in Disability Studies [Magisterexamen i 

Handikappvetenskap]. It is also my conviction that involving participants in research should be an 

active choice when the research topic or methodological framework requires or benefits from it. 

Participants should be respected in their own right and for the value of their knowledge, without the 

risk of tokenism. In this project, participatory methods were not considered because I am using 

methods and methodology where already written and published texts have been my empirical 

sources. 

Writing in an academic style of English could even be argued as excluding readers who don’t 

know English or are not used to an academic style of language. If anyone would like or need to 

read this text in any other digital format, I will happily provide them (within limits of my 

technological abilities). I will later on translate parts of it into Swedish. 

This thesis project has, however, certainly had some emancipatory effects on me personally, 

and there has been a certain group of invaluable participants in the process, that I would like to 

acknowledge: 

The writing of this thesis would never even have happened without my colleague and friend 

Stefan Johansson, who not only gently forced me back into the academic world but have mentored 

me along the at times bumpy road; my supervisor Ass. Prof. Per-Olof Hedvall – the best-ever 

super-pedagogic academic guide, with an incredible patience for my almost compulsive passion for 

text collecting, and Dr Alison Sheldon – who gave me a somewhat provocative but well needed 

push in the right direction at the perfect moment.  

Steve – while generously sharing the endless beauty of Yorkshire, you’ve opened my eyes to so 

many, at times rather radical and challenging, invaluable new perspectives and insights. Hanna and 

Christine – a million thanks for your wisdom and lovely support, letting me in on so many laughs, 

and a few tears! ♡ 

 

 

/Mia                                              

 

Halmstad, Lund and Paradiset, November 2018
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1 Concepts of disability and participation 

Disability/disabled The Swedish terminology on disability is mainly constructed to describe and 

define [the lack of or restricted] bodily functions and human / social functioning (‘Socialstyrelsen - 

Termbank’, 2006)(also in Appendix for translation into English). I have, however, chosen to follow 

a combined European terminology based on a British Social Model distinction between impairment 

and disability (Goodley, 2017) as a social location1 construction, combined with ‘people-first’ 

(Goodley, 2017) language constructions when stressing the presence of an impairment (e.g. ‘She is 

a disabled person’, ‘He has more than one impairment’). I use the words disabled and disabling, as 

indicator of action or process. (‘They have been disabled … e.g. by a disabling structure, in a 

disabling process …, and so forth). 

In 2006, the National Board of Health and Welfare [Socialstyrelsen] in Sweden, updated its 

earlier issued normative recommendation on interdisciplinary use of disability related terminology 

(for translation see Appendix). The terms recommended there are funktionshinder 

[disability/barrier] and funktionsnedsättning [impairment] (also see discussion on British and 

Scandinavian language similarities or differences in (Grue, 2015)). 

There are only nouns within the recommended Swedish terminology, but in an additional 

explanation Socialstyrelsen concludes that with the current definition, the adjective 

funktionshindrande [disabling] can be used to describe processes or structures in the environment, 

obstructing a person’s possibility to participate in an activity or context (for translation see 

Appendix). 

Funktionshindrad person [disabled person] is, however, explicitly recommended against. In 

this, Swedish disability research authors, as found in my analysis and elsewhere, e.g. discussed in 

(Grönvik, 2007), often divert from the normative advice. I do too, intentionally and (hopefully) 

consistently. Funktionshindrad / disabled represents in this case the process within an ergative 

clause (that is: where someone as object/target is affected by an act or process performed by the 

agent/subject) – Someone has been disabled by [something or someone] and can therefore be 

described as a disabled person – but not as a descriptive circumstance, identifying someone as 

disabled. 

Participation The word ‘delaktighet’ (translational description will follow) has become central in 

any research and/or policy related to disability and/or impairment in Sweden for many years (e.g. 

Gustavsson, 2004a; Lindberg & Grönvik, 2011)). There are, however, two interrelated, but not 

fully interchangeable, words in the Swedish language for participation – deltagande and 

delaktighet. They can both be translated into English with the noun ‘participation’, as a 

nominalized form on the basis of verbal (deltagande) or adverbial nominalisation (delaktighet) 

form. Deltagande can also serve as an adjective when connected to a subject or object in the clause. 

(En deltagande person – a participating person). The two words are being used differently in 

different academic discourses, and inconsistently within them. There is, just as with concepts of 

disability and impairment, a general inconsistency in this language practice, often leaving readers 

to figure out the contextual usage (Grönvik, 2007; Grue, 2015). 

                                                 
1 Social location, definition: The groups people belong to because of their place or position in history and society. All 

people have a social location defined by their gender, race, social class, age, ability, religion, sexual orientation, and 

geographic location. https://web2.uvcs.uvic.ca/courses/csafety/mod2/glossary.htm 20181028 22:25 
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2 Introduction 

Disabled people as a group, are often discussed in terms of outsiders, or as marginalised, with a 

perceived need to be brought inside or to be included in the collective activity or process commonly 

referred to as ‘society’. This is predominantly discussed in a terminology of ‘Full Participation in 

Society’ (e.g. Lövén, 2017; Persson & Engqvist, 1999). 

2.1 Participatory history 

Sweden has a Participatory research tradition well rooted in other areas of social research other 

than disability. Workplace-related studies, and product development related to working life, were in 

the 1960s and 70s often conducted in cooperation between researchers, workers and workers’ 

unions or educational organisations, to enhance both scientific knowledge and better job conditions 

(Bødker & Sundblad, 2008). Participation by disabled people in disability research, however, has a 

shorter history (Söder, 2013). 

In 1968, Vilhelm von Ekensteen in the book ‘På folkhemmets bakgård’ [In the backyard of the 

People’s home] concluded that the ambitious social democrat project of building Sweden as ‘a 

home for all citizens’2, didn’t really make room for all citizens in the main building of this unified 

Folkhem (Ekensteen & Ransemar, 1968). Those considered to be in need of care rather than as 

being productive citizens, people with severe impairments, were assigned to live in segregated 

institutions, in the ‘back yard’ so to say. This book, together with the ‘Anti-handicap’ movement in 

Lund, Sweden, initiated by von Ekensteen, was an early political statement for the abolishing of 

‘handicapped people’ as a concept, urging for a societal change so that everyone would have the 

possibility to live in the same society, thus opening Folkhemmet up to all citizens (ibid.). 

In Swedish social disability research: a short version of a long story, Söder outlines the history 

of Swedish disability research (Söder, 2013). During the 1970s and 1980s, Disability Organisations 

took part in the development of new research, and in some respects its funding, on matters 

concerning disabled people’s life conditions. For example, organisations for and by parents of 

people with intellectual impairments took initiative to form disability research groups and projects 

to create better supported living arrangements. This took place in the process of societal change, 

following the introduction of what at the time was phrased ‘normalisation’, ‘integration’ and ‘de-

institutionalisation’. Research funds were established, and questions formulated, sometimes by 

people close to the personal experience of impairments. Around the same time, the Swedish welfare 

state instituted several national reforms motivated by its social engineering ambitions, with large 

impact on different aspects of life for people with impairments. This led to a demand for scientific 

evaluations of implemented reforms. Many studies were initiated and run by researchers with a 

background in e.g. education, psychology or social work, based on experiences from their 

professional work within the welfare state system and different social policy contexts. During 

1980s and 1990s, innovations and developments in the field of assistive technology gave Sweden 

an international reputation (Söder, 2013). 

Around the Millennium, the interest in disabled people as active participants in research was 

                                                 
2 For an explanation of the Swedish concept Folkhemmet, see e.g. https://en.wikipedia.org/wiki/Folkhemmet 
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introduced as a problematization of what had become discussed as the reformer’s perspective 

(Danermark, 2005; Gustavsson, 2004a). A 1999 governmental report ‘Från patient till 

medborgare’ [From Patient to Citizen], stressed the importance of increased – ‘full’ - participation 

for disabled people, in society as well as in research, and a strengthened focus in research on social 

structures (Persson & Engqvist, 1999).  

2.1.1 Growing interest in research 

A more organized interest in research from disabled people’s organisations came alongside  a 

general individualistic turn in society in the 1990s and beginning of the new century (Söder, 2013). 

The United Nations Standard Rules on the Equalization of Opportunities for Persons with 

Disabilities, and further on the United Nations Convention of Rights of People with Disabilities, 

(United Nations, 2014), introduced perspectives on disabled people as citizens and consumers with 

special rights, also introducing a jurisprudence focus on what previously had been framed in terms 

of social responsibility or collective solidarity. New social policy creating new conditions for 

disabled people’s access to societal resources raised an organisational need for insight into what 

was being researched, and how it ‘should’ be done. With rights-based legislation, like ‘LSS/Lagen 

om Stöd och Service till vissa funktionshindrade’ [LSS - Law on Support and Service for certain 

disabled people] and ‘LASS /Lagen om Assistansersättning’ [LASS - Law on Personal Assistance], 

(Sverige & LSS-kommittén, 2008) came disability discourses of citizenship, legal rights and 

Human Rights (Söder, 2013). 

In a Declaration of Intent, the Disability Rights umbrella organisation Funktionsrätt Sverige 

(former Handikappförbunden /HSO) concludes that disability research will not only benefit from, 

but be improved by more participation by disabled people (Funktionsrätt, 2015).  

They, and their member organisations, argue that disabled people, whether as individuals, 

groups of people with particular impairments, or disabled people as a collective, (formulated in 

accordance with member organisations’ different target focus), have too little influence on policy 

and other matters concerning disability and disabled people, in society. To increase agency for their 

members’ points of interest, they demand increased access to governmental and political processes 

of decision making and knowledge production, including influence on which questions are to be 

focused on and how the concept of disability is to be approached by disability researchers 

(Funktionsrätt, 2015).  

2.1.2 Disabled researchers 

Sweden, although having a reputation of extensive disability research traditions, has been noted for 

having a low frequency of researchers disclosing3 of personal experience of impairments or 

disability, compared to other countries (Gustavsson, 2004a; Söder, 2013). 

The Swedish Association of Hard of Hearing People (Hörselskadades Riksförbund, HRF) 

published in 2016 a report ‘Forskningen som haltar’ [The Limping Research] (Lindberg, 2016) 

where the author presents an in-depth overview and discussion on historical and contemporary 

Swedish disability research, with the explicit aim to advocate for a more critical approach to 

disability research. 

                                                 
3 Researchers using a wheelchair may not need to ‘disclose’ of a personal experience, but when the discussion at all 

comes up, they are the ones first mentioned or counted in. Researchers with impairments less obvious to the viewer, or 

with the experience of being a close family member, on the other hand, are seldom even discussed, and extremely few 

are found, who disclose this circumstance in research related texts. 
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Lindberg specifically argues for the need for an increased number of disabled researchers, and 

the establishing in Sweden of academic Disability Studies. Among other points of interest, the 

report also stresses the need for a more jurisprudence, Human Rights-based, discussion on 

disability and impairments, in society as well as in research (Lindberg, 2016). 

2.1.3 Initiatives to engage disabled participants 

Funktionsrätt Sverige ran between 2008 and 2011 a project Från forskningsobjekt till Medaktör 

[From Research Object to Co-actor] to investigate and develop methods for increased involvement 

of disabled people in research concerning their own life situations, funded by Arvsfonden [The 

Inheritance Fund] (Erdtman et al. , 2012; Wermeling & Nydahl, 2011) 

Their point of departure was ‘Would research questions be different if disabled people 

constructed them?’ To answer this, researchers and disabled participants were invited into research 

circles, or study groups, to get to better know each other and exchange ideas. The aim was for the 

life experiences of disabled participants to be transformed into concrete research problems with 

help from the researchers (Erdtman et al., 2012). 

The project concluded that there was a need for increased knowledge about participatory 

research methods and theories, and the role of research in a societal context. For participants to 

better understand and communicate with the ‘traditional academic world’, an introductory 

university-based course for people interested in research participation, and a doctoral studies 

module on participatory methods, were suggested and initiated (Erdtman et al., 2012; Rönnberg et 

al., 2012). 

 

2.2 A gap in knowledge production 

The terminology on disability and its related concepts handicap, injury, illness and impairment, to 

mention a few, has through history been a recurrent topic of discussions, within an inconsistent 

practice (Grönvik, 2007; Gustavsson, 2004a). 

Research on the use of participation-related language has detected 5 themes related to the 

definition of participation: preference (choice/desire to be there / take part) attendance, 

involvement, (being there, or feeling part of the activity), activity competence and sense-of- self 

(attaining skills, personal development). The authors of this report conclude that conceptual use of 

participation-related language is also inconsistent (Imms et al., 2016)  

Focusing on participation in research, the inconsistency, or mixture, of concepts used, have 

been discussed in a report published by Forte, User participation: Research with and about 

(Kylberg et el., 2015). The authors conclude that the mixed use of terminology for participation and 

the identification of participants and their roles in the process of research, may pose difficulties for 

mapping previous knowledge on the subject (ibid.). 

A couple of overviews and reports discussing participatory research have focused on methods 

used, or on arguments for why participation is desired or needed (Erdtman et al., 2012; Kylberg et 

al., 2015; Lindberg, 2016). 

The use of concepts of disability or participation have been studied in depth (as mentioned 

above), but I have not found any discursive-linguistic combined analysis on Swedish disability 

research, where disability AND research participation have been analysed in respect to the 

construction of participants as possible subjects or objects. 
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2.3 The power of language in use 

From Foucault, we learn that classifications are embedded in power. This makes 

conceptualisations and classifications rarely innocent or ‘natural’. […] A discourse will 

be extremely efficient in blocking the view of alternative perspectives (Hedlund, 2004, 

p 768). 

According to discourse analysts, what we say and how we say it, including what is not being said 

but taken for granted, reveals much about how we think of and understand our social world – what 

constitutes our ‘truth’. It is through language (in a wide definition, including words, pictures, 

gestures, body language etc.) that we as humans communicate, and through communication we 

become social beings (Bergström & Boréus, 2012; Cameron & Maslen, 2010; Holmberg et al., 

2011; Winther Jørgensen & Phillips, 1998). 

Communicative intentions are traced and highlighted by discourse analysts, through analysing 

language-constructions. Which discourses are available to participants in a communicative act, 

reflects the social power structure of the specific practice and its actors, here authors, publishers, 

and readers of the texts. It can also reveal conflicting concepts, metaphorical ‘shadows’ and 

discursive action, which may not be discovered at a first reading (Fairclough, 2015; Hedlund, 

2004). 

Language as a social system is discussed within several academic traditions, and from different 

viewpoints. Post-modern and/or post-structuralist researchers have developed several theories on 

language as a social construction, a socially constructing power, and/or as a tool for analysis of the 

concepts we use to construct and communicate our understanding of social reality (Cameron & 

Maslen, 2010; Winther Jørgensen & Phillips, 1998) 

I will return to this in later chapters, but my aim here is to introduce the thought that what is 

said about something, and how the communicative message is constructed, have potential to reveal, 

and have effects on, what assumptions and conventions an author bases his/her conception of 

reality on and how they view the world. These conceptions of reality, or a particular part of it, give 

important information about the ideational (meaning-making) process, in which the social world is 

constructed, including how disability is constructed as a social concept, and understood as a social 

phenomenon (Grue, 2015; Hedlund, 2004; Holmberg et al., 2011). 

Within Critical Discourse Analysis (CDA), as formulated by the British sociolinguist Norman 

Fairclough (2015), on which I primarily base this study, social orders in social practices (or certain 

parts within them) are constructed and reconstructed in communicative practice, which is mediated 

in and through discursive practice. How language is used, and on what perceptions linguistic and 

social conceptualizations are based, reflects which social actors have, or receive, access to social 

power and control (Fairclough, 2015). 

In other words, CDA analysts consider the language in use as a metaphorical mirror, reflecting 

social reality as it may be conceived, from the speakers/writer’s point of view (Fairclough, 2015; 

Winther Jørgensen & Phillips, 1998). 

Fairclough also argues for a social research with the ambition to have impact on social orders. 

Research is not exclusively, according to him, a matter of generating knowledge, but a tool to be 

used to highlight and equalize social power relations between groups in society (Fairclough, 2015). 

This thesis builds on a combination of Critical Discourse Analysis theory and methodology 

developed by Fairclough (2015), and methods for text analysis adhering to Systemic- Functional 

grammar (Holmberg et al., 2011) and Metaphor analysis (Cameron & Maslen, 2010). The authors 
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of these referenced sources refer to each other’s work, both theoretically and methodologically, 

thus making them not only compatible but complementary. 

2.4 Aims and research questions 

I started this project with an open inquiring research approach; If repeated overviews of Swedish 

disability research, for the last 20 years, have come to a similar conclusion - a need for increased 

participation of disabled persons in research and more knowledge on participatory methods – why 

is there no increase? How has a repeated, seemingly uncontested discourse for change within a 

social domain, over the years, not lost its relevance as request for change? 

So, what has actually been said when ‘participation in research’ is being discussed? How are 

the prevailing discourses of research participants, in Swedish disability research, constructed? On 

what notions of disability, disabled people and research as a social practice, are discursive language 

constructions based? 

In this thesis, my aim is to analyse and discuss the language used in connection to participants 

in research involvement, in texts by Swedish Disability researchers, and possible implications of 

this discursive practice for the social practice. There is not one correct way to speak about 

participation or about disability, but there are more or less respectful ways, and the ways used will 

have impact on social practices (Fairclough, 2015). 

My epistemological aim, looking for a possible answer to my posed questions, is to read, 

analyse and present a reflected image of disability research with focus on the people portrayed as 

participants. By this I try to highlight a reflection of the social practice and its (im)possible subject 

positions, as observed in its discursive practice - the language used. 

2.4.1 Research question 

My research questions are: 

• How are discourses of ‘participation’ and ‘participants in research’ constructed within the 

social practice of Swedish Disability research? 

• How is ‘participation of participants in research’ represented and identified? 

• What subject positions, are made (im)possible by the discourse(s)? 

• How can these linguistic representations and constructions be interpreted by the reader? 

2.4.2 Delimitations 

The study will be limited to the discursive construction of written research documentation, 

evaluation and discussion, published in English by authors with affiliation to Swedish academic 

institutions, in international peer-reviewed academic journals or in governmental reports. The 

academic area of research will be restricted to what can loosely be defined as ‘Disability Research’, 

‘Disability Studies’, ‘Handikappvetenskap’, or fields in close relation to those. 

By ‘close relation’, I here refer to disability researching disciplines not primarily engaged in 

medical, educational or rehabilitation interventions (i.e. not focusing on the detection or treatment 

of illnesses or injuries, or the educational system as such). 
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3 Theory - Critical Discourse Analysis 

Discourse analysis is a common approach to research among social constructionists, but there are 

several ways to define a social constructionist perspective on reality. Vivien Burr, cited in 

‘Diskursanalys som Teori och Metod’ (Winther Jørgensen & Phillips, 1998, p. 11) points out some 

main premises that are shared by many analysts: 

 

- Human knowledge about reality and perspectives on the social world are not fixed 

reflections of a set, ‘natural’, world – but are made available to us through our 

categorization of objects, organisation of objects, and people. 

- People, individuals or social groups, are not essentially fixed in character with certain roles 

or identities. We are products of time and circumstances. Our identities and perspectives are 

subject to change over time. The social world is repeatedly constructed and reconstructed in 

and through social interaction and communication. 

- Discursive language supports the continuation of social patterns, but can also be a tool for 

change, in and through its progressive formative process. Knowledge about the social 

reality is produced and reproduced in interaction, on the basis of a collective common sense. 

- In a certain perspective of reality and in certain social domains, some knowledge will be 

perceived as ‘natural’ and other knowledge as ‘impossible’. Different perspectives 

contribute to the formation of new knowledge, which might give new or re-shaped 

constructions of identities and social events. (Winther Jørgensen & Phillips, 1998) 

 

Even though this could be seen as a sign of reality and social relations in constantly fluid change, 

the possibilities within a specific context are relatively fixed. There are discursive limits that the 

individual has to stay within to a certain extent, in order to be accepted and understood (Winther 

Jørgensen & Phillips, 1998). 

3.1 Language as a tool for social change 

Norman Fairclough argues in Language and Power (Fairclough, 2015) that language as social 

action – the discourse – is an inseparable part of the greater social structure, society, and therefore 

it is not possible to separate them: 

My view is that there is not an external relationship ‘between’ language and society; 

linguistic phenomena are social phenomena of a special sort, and social phenomena 

are (in part) linguistic phenomena (Fairclough, 2015, pp 55-56). 

As well as constructing discourse, social relations and identifications, the social order is constantly 

co-produced by language practice in the constant configuration of discursive conventions, thus by 

giving meaning to experiences from a particular perspective, reflecting ideologies and reconfirming 

or challenging hegemony (Fairclough, 2015).  

Figure 1 (below), is an overview to visualize discursive action in connection to linguistic 

structures (i.e. genre, style and grammar) and stratifying, identifying and ideational social 

functions, as further described in this chapter.  
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Figure 1 Mind-map, visualizing discourse construction and reconstruction within social practice, 

as described in this chapter. 

(Illustration: Maria Larsdotter). 

 

Fairclough argues that discourse both constructs and is determined by other social structures. What 

is perceived as giving meaning to “truth” and ”reality” and who can say what, in what way, is 

moderated through discursive practice. Social roles, identities and responsibilities of individual 

actors or groups, are produced, reproduced and controlled, through stratifying, identifying and 

ideational functions, within a social practice, or a part of it, as well as in and through the 

communicating actors’/text authors’ choice of grammar, linguistic style, genre etc. in the 

production and consumption of text (Fairclough, 2015), also illustrated in Figure 1.   

3.2 A dialectic struggle for control 

Discursive conventions are characterised by a struggle for power, for hegemonic consensus of a 

certain discourse. Those in control strive to keep the prevailing social order by force or negotiation, 

and those who are subordinate struggle for a change. If a mutual understanding of interpretation is 

achieved, argues Fairclough, it is the result of negotiation on the part of those in control 

(Fairclough, 2015). 

Consequently, to reproduce the prevailing order of control, one needs to disarm the opposition 

before it becomes too strong. In the context of disability research, this can be manifested by e.g. 

compliance to slight changes to how subordinate groups are identified, or by displaying interest in 

questions raised from opposing social positions as an act of ‘give and take’. For subordinate 

groups, or others with an ambition to equalize power in society, highlighting this game of ‘give and 

take’ can be used in order to challenge hegemonic power (Fairclough, 2015) 
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3.3 Ideology, standardization and consensus 

Through the ‘obvious’ in an implied common sense, the ideological interpretation of what is 

reasonable reproduces power relationships, social identities and institutions. For example, if a 

description of a certain social group is always referred to as vulnerable or marginalised, the thought 

of it being so becomes part of the shared ‘truth’. The social location of people identified as 

belonging to this group is manifested in the collective subconscious mindset. It is in the repetition 

of the implicit ‘obvious’, or in the omission of more background information, that social orders and 

perceptions of reality are maintained. In order for a change to take place, the underlying ideological 

dimension of the discourse needs to be raised to a conscious level (Cameron & Maslen, 2010; 

Fairclough, 2015; Holmberg et al., 2011). 

In designated language organizations, such as the production of dictionaries or other official 

recommendations for "correct language usage", there are opportunities for a consolidation of 

existing discourse, but also an opportunity for change through new input and revision. A significant 

power over the change, or conservation, of social organization, lies with those in control of the 

codification of meaning of words and concepts in the standard language (Fairclough, 2003). 

In relation to the research questions of this study, this understanding can be transferred to the 

normative power of research documentation, peer-reviewed published academic articles and central 

administrative or political documents. What is repeatedly made implicit, or left out, in text 

constructions within these practices possesses influential power over language used in its wider 

social context of e.g. disability research (Grue, 2015; Winther Jørgensen & Phillips, 1998). 

3.4 Structure and process 

Critical Discourse Analysis draws partly on a structuralist tradition, as in the sense of language as a 

social structure. Language as a linguistic system can be described in two parts; la langue - the 

underlying structure - and la parole - language in use. In a strict structuralist view, the study of la 

langue will render a static result, showing the structure at a fixed point in time. To study social 

change through how language is actually used discursively, Norman Fairclough and other critical 

discourse analysts try to avoid the fixed nature of a structure, by looking at langue and parole as 

interrelated – e.g. how the reproduction of linguistic structure and the use of language in social 

practice, is interdependent (Winther Jørgensen & Phillips, 1998). 

Discursive language practice is in this way seen as intermediating and reflecting both the 

underlying structure and the social practice in relation to each other. By scrutinizing studies of the 

language used in texts, in actual communicative situations, processes of reproductive nature or of 

change can be analysed and highlighted in relation to its grammatical structure (Fairclough, 2015; 

Winther Jørgensen & Phillips, 1998). 

In this I interpret Fairclough as referring to a semi-structuralist view on social reality. He sees 

social structures as constructed by, and constructing of, social reality, without denying the existence 

of other structures or their influence on and by language. Fairclough thus does not argue that social 

phenomena are to be strictly only manifested in an abstract social world, but that language as a 

social activity is central for how human understanding of this world is created and recreated. He 

adheres to the idea of possible social change, by social actors, though limited or restricted by social 

structures (Fairclough, 2015). 

In a disability discourse, this would mean that impairments and illnesses or injuries are not 

necessarily, but possibly, constructed socially, and their relevance (direct or indirect) as linguistic 



10  10 

and social concepts for us as a human collective - society - depends on and shifts with processes 

within and between social structures, actors and practices (Grue, 2015). 

3.5  Intertextuality and interdiscursivity 

Fairclough describe discursive language as creating and created on the basis of a collective 

’common sense’. Authors draw on previous discourses to give a text meaning and the reader also 

uses previously available discourses to interpret what is being said (Fairclough, 2015). 

Fairclough takes a special interest in the study of intertextuality, the construction of discourse 

on the basis of previous text practice or mixing different previous discourses within the same text. 

A detailed analysis of intertextuality can, according to him, trace and highlight the changing 

perceptions, or repetitive nature, of reality as expressed through, for example grammatic ideational 

metaphors and other functional grammar, in which discourse is manifest (Fairclough, 2003; 

Holmberg et al., 2011). 

‘Actional’ meaning is connected to speech functions such as demands, statements or questions, 

and grammatical moods. It describes what the author or communicating actor is linguistically 

‘doing’ in the discursive event, that is the origin of a text, i.e. the dialogic activity of composing a 

written message (Cameron & Maslen, 2010). 

Although writing the text might have been a solitary activity, it was dialogic in the 

(Bakhtinian) sense that the writer had listeners or readers in mind while composing the 

text, and was influenced by previous encounters with texts and talk (Cameron & 

Maslen, 2010, p. 148). 

Cameron and Maslen call these speech acts ‘discursive activity’ - the answer to the analytical 

question “What is the discourse producer (i.e. the speaker or author) doing here?” (Cameron & 

Maslen, 2010, p. 149). A text is thus seen as the product of a social practice, a discourse event 

(Cameron & Maslen, 2010). 

3.6 Systemic-Functional grammar – ideational constructions  

Fairclough claims, in contrast to other discourse analysts (Winther Jørgensen & Phillips, 1998) that 

it is in the empirical study of specific linguistic actions, like the construction of written text, that 

discourse analysis has to be performed. In a critical discourse analysis (CDA) three domains are 

analysed: the linguistic features of the specific text, the discursive practice, and social change. 

The result can reveal how discourses have changed the social practice where it is used, or how they 

might work to reproduce the existing social order (Winther Jørgensen & Phillips, 1998). 

A Systemic Functional Grammar analysis can highlight the use of ambiguous or hidden 

relations between actors and agency, the origin or cause of, or who is actually affected by whom or 

what in an action or process. Drawing on implied common knowledge, these grammatical 

constructions play a central part in reproducing social identities, and contribute to supporting, or 

possibly challenging, the order of social control (Fairclough, 2015; Holmberg et al., 2011) 

Ideation is a process of making ”sense” of an idea or perception of reality from a certain 

perspective. Ideational grammar is a system of sorting and relating events and processes in a 

meaningful way, to convey, interpret and understand social communication in interaction with 

others. This process of giving communicative messages a meaning, draws on individual and 

collective previous knowledge and experience. In transitivity analysis, mapping of ‘first actors’ in 
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the clauses, gives important information on which actor(s) is/are most central in the discursive 

construction and its connected social practice. Analysis and unpacking of abstract first actors, can 

reveal or highlight, at a first glance hidden, aspects of social reality, mirrored in the language used 

(Holmberg et al., 2011). 

Abstract actors might be indirectly implied but not explicitly mentioned or represented when an 

activity (e.g. a verb), process or phenomenon is transferred into a noun, thus becoming a possible 

actor. This is called nominalisation and give indirect responsibility for the effect of an activity or 

process to an abstract or non-human actor (Holmberg et al., 2011). Recurrent nominalised process-

actors in disability research include for instance participation, discrimination, and empowerment. 

These are often used without explicit reference to human actors, as in ‘There is a need for 

increased participation in research’. 

What happens when processes are transformed into actors is that reference to concrete (human) 

responsibility is indirect or disappears. When the process becomes an actor by itself, it is also given 

responsibility for what is going on and for the effect of the action. For example, in the sentence 

There is need for increased participation in research the linguistic construction gives no reference 

to why participation is insufficient, or who should concretely be held responsible for this increase. 

It is also not clear if it is the number of participants, their engagement or the incidence of 

participatory projects, that are insufficient. This construction can be useful for an author who has 

little interest in declaring exactly why or how participation should or could increase. In this way 

grammar can be a powerful ideological tool (Fairclough, 2003; Holmberg et al., 2011). 

Moods / modality express in what way an action is performed and affects the meaning of an 

action indicated by a verb. In English, the use of shall, should, can, could, will, would, must, may, 

ought to (or … not) are examples of modality that implies certainty, obligation, willingness, 

possibility, necessity or ability (Hewings, 2013) as well as corresponding terminology in Swedish 

(‘Svensk Språknyckel’, 1974). 

Modality is always a matter of judgement. Someone is estimating how certain or possible (etc.) 

an action or process is, objectively or subjectively. “We think that this must be done quickly” 

clearly states that this is a subjective judgement by indicating who thinks this. If instead the 

statement is constructed “This has to be done”, where “This” is used as an objective modality 

metaphor, indirect grammatical construction can be used as a strategy to enforce an objective urge 

for action without mentioning who’s thought this is (Holmberg et al., 2011). 

The hegemonic power of discourse draws on negotiation rather than domination (Fairclough, 

2015). For the purpose of reproducing existing social order, discourses used within a social practice 

need to be based on assumptions that the reader will find plausible and not contest. Therefore, 

discourses draw on phenomena and perspectives that are commonly agreed on. In doing so, they 

also contribute to the reinforcement of commonly agreed discursive practices (Winther Jørgensen 

& Phillips, 1998). 

Actors who are privileged by an existing social order are most likely to aim for reproduction of 

dominant discourses, while on the other hand those who are underprivileged, or for example social 

researchers who strive towards more equal social participation, will more likely try to challenge 

existing discursive practices, to influence social practices (Fairclough, 2015). 

3.7 Grammatical metaphors 

An analysis of ideational grammar can show how textual or intertextual in/congruity have effects 

on the construction of discursive (im)possible representations of subjects, objects, processes and 
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circumstances. Metaphor analysis studies the relation between congruent and incongruent meaning 

of lexi-grammatical representation of processes, actors and circumstances. The congruent meaning 

is the way a concept is ‘usually’ expressed or is expected to be interpreted (Cameron & Maslen, 

2010; Holmberg et al., 2011). 

However, concepts are in many texts, not least in academic genres, often presented as 

‘something else’ by the construction of a linguistic metaphor or simile. This incongruity can take 

the form of a grammatical metaphorical construction, where e.g. verbs are converted to signal a 

‘thing’, as when an actor being or taking part in something is expressed as the participation. The 

process of taking or being part becomes objectified and can thus stand on its own without reference 

to a concrete actor, including being affected by, or having effects on, other processes or actors. It 

can increase or disappear without the mention of a human responsible actor or agent, or it can 

identify circumstances of yet another nominalized process, as is the case in concepts like 

participatory - a ‘participation-connected research’. Abstraction through grammar can in this way 

leave human actors of a social context with no responsibility for the event or with no obligation to 

act (Fairclough, 2015; Holmberg et al., 2011). 

A text dominated by grammatical metaphors will be abstract and vague. The reader needs to fill 

in the missing linguistic elements in order to understand the message. By drawing on 

preconceptions and implied common knowledge, the reader uses their personal discursive 

experiences to make sense of the social context in which the text is positioned. With a more or less 

strategic use of indirect or abstract grammatical construction of actors and processes, the author 

may succeed in reproducing, or contesting, the existing social order or discursive conventions 

(Fairclough, 2015; Holmberg et al., 2011). 

To hide or ‘blur’ responsibility of action, by grammatical features, is a common practice in 

ideational or ideological social practices, like governmental texts or political debates. It can be, and 

often is, part of a text genre, but at the same time has the potential to actively divert the reader’s 

focus from ‘who is actually doing what’ in a clause. Texts with a high degree of abstraction are 

likely to leave the reader with the need to ‘fill in’ information that is omitted or only implied, by 

drawing on previous experiences and events. This process might reconceptualize or reconfirm 

prevailing hegemonic consent (Bergström & Boréus, 2012; Fairclough, 2015; Holmberg et al., 

2011). 
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4 Methodology 

In this project, I consider language in use – the discourse – as a tool to explore and highlight 

instances of stratification and ideation, in social practices or structures, in accordance with Critical 

Discourse Analysis (CDA), as developed by the British sociolinguist Norman Fairclough 

(Fairclough, 2015). I have used the results from a Systemic-Functional Grammar analysis (SFG) as 

a mirror image of social structures or practices, reflecting and highlighting underlying constructions 

of thought, as expressed through discursive practice (Holmberg et al., 2011). This combination of 

theory and method is mentioned and recommended in respective literature (Fairclough, 2003, 2015; 

Holmberg et al., 2011) and I have found it to be fruitful for the research questions in this thesis. 

Figure 2 (below) is a mind-map visualizing my methodological process, connecting theories of 

language and discourse within Critical Discourse Analysis (CDA), with analytical methods 

developed within a Systemic-Functional Grammar analysis (SFG), as will be further described in 

this chapter.  

 

 
Figure 2. Mind-map visualizing the methodological process of this thesis, as described in this chapter (Illustration: 

Maria Larsdotter). 

 

My research questions are based on ‘How …’ and the aim is to interpret ‘what I see’ in the 

empirical material. The interpretation is done with the analyst as an active reader, in accordance 

with a belief in social research with an active social aim. Empirical material is collected to reflect 
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discursive practice within a certain social practice (Swedish disability research), to be analysed 

using a Systemic Functional Grammar analysis of action and actors. By close focus on text 

construction, the intention is an analytical distance to situational ‘common sense’ (Figure 2). 

4.1 Search for, and collection of, empirical data 

To find empirical material on disability research participation, my first step was mapping academic 

articles, reports and overviews of Swedish Disability Research, published by Swedish authors. A 

visualization of the empirical search process, as described in this chapter, can be found in Figure 3 

(below). 

 

 
Figure 3. A mind-map to visualize the empirical search process, as described in this chapter (Illustration: Maria 

Larsdotter). 

 

I searched for academic texts and for governmental reports mentioning participation in disability 

research, in Lund and Halmstad Universities library online search engines and public Swedish 

governmental databases. Initial search rounds were conducted with a provisional set of key words, 

based on common terminology on impairment and disability, found in disability policy and 

disability research texts in English and Swedish. This terminology is described in the initial chapter 

of this thesis and sampled at the top of Figure 3 (above). 

These terms disability, impairment, disabled and impaired were combined with a conditional 

co-occurrence of concepts derived from participation, participant, participatory, cooperation, 

cooperative, co-research[er], different forms of user involvement, plus terms for empowerment, 
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inclusion and inclusive. In Swedish: funktionsnedsättning, funktionshinder, delaktighet, deltagande, 

deltagare, deltagarbaserad, brukar/medverkan, användar/medverkan, medforskare, inkludera/nde 

etc. The result rendered well over 1000 texts published in over 35 different international peer- 

reviewed academic journals and by two governmental agencies4, catering to the academic field of 

Disability (in a broad definition). A first reduction of the text material was performed by only 

including texts that explicitly mention disabled people’s participation in research. 

Throughout the first rounds of reading abstracts, key words and reference lists, additional 

grammatical and/or synonymous variations and combinations of the initial search words were used 

as an explorative and accumulative snowball sampling method (Bryman, 2016) The process was 

based on a qualitative, explorative, inductive and hermeneutic methodological approach (ibid.) with 

the aim to map discursive variation in the area. Focus has been on the explorative notion of letting 

search results lead to new searches, thus broadening the possible findings. This has at times 

required some ‘archaeological digging’ to find the actual text behind a referenced text in the 

articles or reports. Some older texts referenced by the authors in articles and other publications 

have not been possible to find in full text versions, or only found in print or as scanned copies of 

printed documents, not accessible for digital analytic tools. 

In Figure 3 the explorative process is visualized and overview how online text searches and 

initial analysis of discursive variation in the result is combined in an open and recurring process. 

4.2 Sorting recurring patterns 

In the first rounds of reading, recurring grammatical constructions were inductively coded invivo 

and sorted. Terms for ‘participation’, ‘disability’, ‘impairments’ and ’research’ were identified and 

sorted into themes of linguistic patterns; nouns, verbs, adjectives, subjects and objects, modality 

and metaphoric constructions, etc. This process continued through repeated readings. Information 

about the purpose for text production (e.g. research documentation, governmental report, doctoral 

dissertation), authors’ and publishers’ academic or governmental affiliations, and estimated 

potential / intended readers, was gathered and the texts coded in accordance.  

4.3 Inclusion and exclusion criteria 

A first reduction of material for closer reading rendered a total of 136 articles, dissertations, 

conference papers and reports. This was done according to the following criteria: 

Inclusion criteria: 

• At least one author/researcher with affiliation to an academic institution in Sweden (at the 

date of publishing, as far as possible to determine). 

• Published, not later than August 2017 (indicating they were published before the start of my 

search), in a peer-reviewed academic journal or on assignment by a Swedish governmental 

agency related to funding, or supervision, of disability related research.  

• Research related to concepts of research participants, disabled, disability or disablement, in 

Swedish forskningsdeltagare and funktionshinder. 

• Text include discussion, evaluation and/or problematizing of participation of ‘disabled 

participants’ in research activities, though not restricted to the exact term. 

• The use of one, or more, of the following concepts, in the text: brukare* brukarna* 

användare* användarna* medforskare* medforskarna* medaktör* medaktörer* deltagare* 

                                                 
4 https://forte.se/ , https://www.regeringen.se/   
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deltagarna* deltagande* participant* participating participatory co- designer co-

researcher user ‘disabled researcher’ 

Exclusion criteria: 

• Doctoral dissertations and texts only published as books or book chapters, have been 

omitted in favour of academic journal articles and reports. 

• Documents NOT using one of the following words: disability/disabilities, disabled, 

impairment, impaired, funktionsnedsättning, funktionshinder 

• Texts published by authors without academic affiliation. 

• Documents not available as full text in accessible digital format.  

 

No limitation on first date of publishing was set, but as a consequence of using digital analytical 

software, material possible to retrieve in accessible digital formats created a time frame based on 

the digitalization of academic publications. In my searches I have found relevant texts according to 

search criteria, in accessible digital formats, from 1999 and onward, either as originally published 

online or later on digitalized. Digitalized material, former printed in paper journals etc. prior to a 

more general practice of online publishing of academic journals, are generally dated as being 

digitalized around 2008-2009. Governmental reports prior to 1999 can usually be found in 

digitalized formats, but seldom in an accessible quality for digital analytical tools. 

The empirical material gathered is in no way claimed to cover every text produced within the 

criteria of inclusion, but I believe that I reached a stage where additional texts did not generate 

perspectives or discursive patterns not already found.  

Full text documents were, when accessible in digital format, retrieved through web-pages of 

academic journals or online archives at academic institutions or governmental agencies, in Sweden 

and the United Kingdom. The final selection includes texts originally published between the years 

1999 and 2017.  

4.4 Final selection 

Using a Systemic-functional grammar analysis, with focus on language constructions on a clause 

level, I have had to further delimit the number of actual texts analysed. The final selection of text 

excerpts is based on 22 texts, articles and reports, by adhering to inclusion criteria, digital 

accessibility and variation in academic disciplinary affiliations, either connected to author or 

publisher. The selection of text excerpts for analysis is based on a thematic analysis of language 

constructions that relate to participation and participants, identifying functional grammar 

constructions: 

• actors (subjects / objects / agents / patients) 

• actor related activity / action / processes 

• circumstances of participants and their participation 

• relations between different actors, actors and circumstances and/or actor and process 

• discussion about, or the defining of, disability research and its academic relevance, related 

to participation / participants in research 

 

Only texts in English have been considered for the closer analysis. This choice is based on 

academic journals being predominantly published in English. By this purposive and explorative 

snowball sampling (Bryman, 2016) my aim has been a realistic number of texts to analyse, yet 
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covering a significant variety of discursive practices within Swedish Disability research connected 

to research participation by disabled people. More articles, additional or a broader definition of 

published sources, could possibly have been found and included, however, discursive saturation 

was observed in the final selection of texts, and more texts did not contribute with new participant 

discourses. 

4.5 Text analysis process 

Analysis of discursive re-conceptualizations is, according to Fairclough (2003), preferably 

performed as a study of three main types of ideational representations, at clause level in a text 

– Action, Representation and Identification (Fairclough, 2003). 

The actional perspective in the clause is manifested through (e.g.) speech functions (arguments, 

statements, classifications etc.) and grammatical mood (comparative, imperative etc.) (Fairclough, 

2003). This is what the communicating author is doing and how it is done, sometimes also referred 

to as discursive activity (Cameron & Maslen, 2010). The representation and identification 

perspectives consist of participants, activities/processes and their circumstances. Grammatically 

these respond to subjects, objects, verbs and adverbial attributes (Fairclough, 2003). 

I have focused on representational patterns of involved participants. To identify and categorize 

is to make a division, a contrast, between identifying factors and categories. By what are 

participants5 or events identified and categorized, and what contrasting features are drawn upon? 

Are for example different social categories represented in certain contexts or roles, but not in 

others? 

Both actors, activities/processes and circumstances in a language construction, are most often 

more or less identified and categorised through the use of metaphorical language. Drawing on 

metaphor analysis, reflections of reality manifest in metaphor constructions have been analysed 

(Cameron & Maslen, 2010). 

4.6 Analytical process tools 

In the gathering and analysis stages of the research process, both manual and digitalized tools have 

been used, such as coloured pens on large papers, actual cut-and-paste, post-it notes, by-hand- 

drawn mind-maps, and digital data processing software. I have imported text material into 

MAXQDA and NVivo, conducted extended lexical searches for concepts related to participation 

and participants, and used data grouping functions to detect linguistic or ideational patterns. 

When a pattern of participant terminology was established, I exported text excerpts to 

Microsoft Word files, and used coloured highlights to distinguish grammatical features like 

subject/object representation and attributed identification of circumstances, and/or relation between 

different actors. 

The resulting clauses have been sorted thematically and analysed in accordance with a 

systemic-functional analysis of agency, identification and representation. Linguistic features like 

e.g. modality and metaphorical indications, have been paid special attention to (Fairclough, 2003; 

Holmberg et al., 2011). 

 

                                                 
5 Note, that the word participants in this thesis has two different conceptual meanings – a manifestation of 

categorization and identification of people in research, and a grammatical concept of actor/subject/object in a clause. 
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4.7 Text analysis in more than one language 

Fairclough points out that Critical Discourse Analysis, should not be performed on translated texts, 

so as not to compromise the analysis of a text’s social reality (2015). I have analysed the social and 

discursive practice of Swedish disability research and researchers’ texts in English, in respect to the 

fact that the majority of Swedish researchers’ academic articles are originally published in English, 

in international journals. 

I have not translated empirical data in this analytical process. Documents studied are primarily 

published in English (or translated prior to me reading them), in an academic context where English 

is the predominant language of communication, while Swedish is the first language of (most) of the 

authors. Sometimes terminology from both languages appears in the same text and some texts are 

available in both Swedish and English versions. 

This thesis is written mainly in English and is not translated, but explanatory translations of e.g. 

the names of governmental or academic institutions, or concepts in Swedish, have been necessary 

for linguistic consistency. 

4.8 Reflexivity and the active use of perspective 

In Critical Discourse Analysis (CDA), knowledge production is seen as the scope not only for 

academic purposes, but for a more equal distribution of power between social groups in society. 

This calls for a view of the researcher as active and critical (Fairclough, 2015). 

A perspective is an angle and a view on something that one can choose to position oneself in. 

Perspectives can be accessed through personal experience or by taking someone else’s point of 

view. The result of discourse analysis will to a certain extent depend on the methods and areas of 

focus selected for the analysis, based on the researcher’s available resources. Researchers’ 

perspectives are influenced by their personal and professional backgrounds or other experiences of 

certain social practices (Danermark, 2005). 

The reader of a text contributes to its discourse – the analytical process is not detached from the 

communicative or discursive process (Cameron & Maslen, 2010). Winther Jørgensen & Phillips 

ascribe Fairclough with less of an interest in the reader’s perspective when developing his critical 

analysis of discourse (Winther Jørgensen & Phillips, 1998). I have in this study made it a point that 

my analysis is performed from a position as a reader of the texts I am analysing. Fairclough 

discusses the role of the analyst as a matter of using one’s own discursive resources in an explicit 

and self-conscious way. To gain access in order to analyse the ideational process of the author in 

the communicative event of constructing text, the analyst has to take part in the discursive activity 

(Fairclough, 2015). 

Any researcher is obliged to adhere to academic ‘objectivity’, in the sense of transparency. It is 

as well my belief that personal experiences can, and will, contribute as resources to a researcher’s 

analytical work, within frames of academic conventions and procedures, and should be disclosed if 

relevant for the context.  

Being a sociologist myself, this has probably coloured my analysis as well as my 

selection of examples of research (Söder, 2013, p. 90). 

Just as Söder concludes about his personal perspective in the opening of a research overview 

(2013), my background in relation to disability and disability research is probably relevant for this 

analysis. I have been active in the field of disability matters, from different perspectives, for over 
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25 years, and have first-hand experienced several of the changes in discursive and social practices 

mentioned in this thesis. I have studied Occupational therapy, Assistive technology, Foreign 

languages / linguistics and Sociology, and I am a journalist and press photographer by profession. 

As a journalist I have e.g. written on assignment for professional journals within rehabilitation 

medicine and has been employed as the editor-in-chief of a magazine within the Swedish Disabled 

Peoples Movement. I have also worked as a care person and instructor/adaptor of assistive 

technology for children and teenagers with mobility and/or cognition related impairments. My 

private experience of disability is longer than that. I am colleague, friend and family member of 

disabled persons, engaged in disability-related research and I live with impairments myself. From 

time to time I experience disablement.  

This combination of experience and knowledge may have given me a sensitivity to easier 

detect certain aspects of language construction and discourses drawn upon, thus contributing to 

how I interpret and analyse empirical data. 

4.9 Ethical considerations 

Ethical guidelines require anonymity of participants in research (https://www.vr.se/). My analysis 

includes only texts that are previously published, and thus in one way or another open to a public 

audience. There is no need, or possibility, to anonymize quotations and samples in my presentation 

of findings. 

I would here like to stress that the scope of this study is to analyse a discursive practice of 

language within a social practice - Swedish disability research. The analysis is not a critique of 

named authors’ use of terminology, grammar or other linguistic or discursive choices. As 

mentioned, any author composes a written text under the influence and constraints of prevailing 

discourses. It is the production and reproduction of prevailing discourse(s), including eventual 

challenges of discursive hegemony, that I aim to highlight and discuss. 
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5 Findings 

The results of my text analysis will here be presented thematically (Table 1). The subtitles indicate 

discursive themes observed when grouping concepts as mentioned above, and the text excerpts are 

used as examples of them.  

Table 1: Overview of discourse themes: 

 

Theme Sub-themes 

Participants and their participation Action without obvious actor  

 

Invited to provide information 

 

Users as identification of disabled participants 

 

Defined by functionality and/or personal experiences 

Reasons to study disabled people and 

their experiences 

Disability as the research object, located in impaired 

people 

 

The ambition and goals of research, and of the 

researcher 

 

Experiences of the marginalised or excluded  

 

Normative influences 

 

The absent subject 

A matter of power A divided society 

 

An ambiguous relation to interest and outcome of 

research 

 

Quotations are copied from the original texts. I have not changed spelling or grammar. However, 

where the transition between digital formats has created features of changed letters or separating 

words, I have corrected this as far as possible, in accordance with the original.  

When text excerpts contained references to other texts, within reference system brackets, I have 

omitted these for the purpose of readability and because the sources are not included in the 

reference list of this thesis, since it is not me referencing them. 

References to the analysed texts are specified in an addition to the general reference list. 

5.1 Participants and their participation 

Actors are generally identified by different indicating attributes, and by different linguistic and 

grammatical constructions, most of them related to or drawing upon an assigned social location, 

function or position. Attributes are in some cases more or less discursively consistent, but there are 

several discourses challenging each other simultaneously. 
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Representations of actors connected to research activities, can roughly be sorted into seven 

groups. Actors in the research context of texts are predominantly represented as: 

 

• Participants / disabled people (e.g. stakeholders, users, survivors, ‘those concerned’, 

disabled people, people with a certain impairment, people with less functionality, 

informants, interviewees, research subjects, the location of impairments, activists, 

marginalized groups, vulnerable persons, individuals, women, patients, children, elderly, in 

working age etc.) 

• Researchers 

• Professionals (e.g. educators, therapists, experts, support persons, politicians, etc.) 

• Personal pronouns (e.g. I, we, them) 

• Other people (e.g. the non-disabled, normal people, the surrounding, family, other disabled 

people etc.) 

• Abstract or collective actors (e.g. national or international organisations or agencies, 

disabled people’s organisations, nationalities/countries or geographical regions, funding 

agencies, the unknown audience in need of more knowledge, society etc.) 

• Nominalised processes (e.g. participation, collaboration, research, inclusion, 

marginalisation, stigmatisation, oppression etc.) 

 

Although they may be assembled and presented as a pattern, these groups are neither static 

throughout the texts nor consistently fixed discursively. The group-defining boundaries are more 

semi-permeable than fluid in their construction. Some subject-positions are open for inter-mobility 

in one direction but maybe not in the other. Some actor groups appear to have access to more 

mobility than others. Some subject positions can be seen to be occupied by actors from more than 

one thematic group. 

Permeability is indicated as available for actors in their own capacity (by choice or habit) or by 

the support of others. This goes for restricted permeability as well. Some actors are forced by 

discourses into a certain subject position permanently. This applies differently to different 

discourses. 

Two identifying characteristics are more fixed in discursive position than most others. These 

are the link between participant and bodily (dys)function or (dis)ability, and the connection 

between researcher and validated knowledge and/or a state of objectivity. There are, however, 

several sub themes for such interconnections, as will be presented further on. 

Action without obvious actors 

(This first text is a detailed example from the analysis process) 

Especially in the more theoretical texts, constructions of abstract actors are commonly found, or the 

actor only indicated by passive processes. Nominalisation of processes contributes to a human 

absence in many text parts. In some texts the whole abstract or introduction is presented with only 

passive or nominalised language actor-constructions. 

The first step of the study can be characterised as an experience-near approach. This 

means that data were collected by interviews and participant observation and that the 

preliminary understanding of these data stayed very close to the participants' own 

perspectives (Gustavsson, 2001, p. 35-36). 
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Drawing on common discourse of research processes within the context of this clause and 

communicative action (the writing of a disability research article), give a plausible understanding, 

that this basically is a description of how a researcher gathers information from a group of 

participants and draws a first conclusion from its content. 

The use of modalities and metaphoric tendencies like can be, stayed, very close to and own 

give information about presumed human actors, about their roles and the validation of their 

performance respectively. In these two sentences, however, several processes are described, but no 

human first actor is identified. Interviewing and observation are processes conducted by someone, 

and someone – here a collective of unidentified participants - is being interviewed and observed. 

These participants have perspectives of their own, although not indicated what can be seen from 

these points of view, or if the view is the same from all participants’ perspectives. Someone’s 

understanding of the collected data is implied to not have been altered too much. It stays very close 

to its presumed original form. This original form of understanding is not defined. It is not clear 

whether the perspectives are thought of as a metaphor for the participants ‘understanding’ but this 

could be seen as indicated. This reflection is based on a common discourse of perspectives being 

used as a metaphorical representation of ideas, views and thoughts. 

In this text several assumptions and metaphoric links to a perceived reality can be traced. The 

modality of can be tells us that there are maybe other possible ways, but one is primarily suggested 

as favourable. Stayed very close indicates that it could instead have maybe drifted away, totally 

abandoned the source or, more probably referred to, have been altered by the (non-specified) 

understanding actor. The linguistic construction here gives the understanding agency of its own, it 

stayed. It didn’t transform, at least not much. 

The connection between the ownership of the perspective and the agency of understanding, 

indicates plausibility that the observer/interviewer/analyst is not one of the participants. This 

indication is strengthened by the fact that the approach to data was experience near and that 

participants are mentioned in plural. The language construction could, however, also have been 

interpreted as a participant (or several) observing and maybe even interviewing. Near experience 

could possibly indicate that the gathering was done by someone having this experience, although 

having something contradicts a need of gathering it. 

The fact that the understanding stayed close, indicates that this is not actually the participants’ 

own understanding. Very close, could, however, be a subtle way to indicate this being one actor in 

all processes (except for the participants being presented in plural) - or a gathering actor being more 

familiar with the participants than is common for researcher - participant relationships. 

… …. …. …. …. …. …. …. … …. …. …. …. …. …. ….… …. …. …. …. …. …. …. 

This analysis is an example of how I have approached the texts, focusing on excerpts in which 

researchers and participants are the (supposed) research actors or are subject to being discussed as 

such. Though all quotes have undergone similar scrutiny, in the following presentation this will be 

summarized in the form of an analytical storyline of possible interpretations and conclusions drawn 

from language constructions used in the texts. 

 Invited to share and provide information 

The most common participation by disabled people in research appears to be selected by a 

researcher, recruited and invited to be interviewed / take part in interviews or focus groups, to be 

observed and studied in a certain ‘everyday life’ related activity or context, or to answer 

questionnaires. 
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As in all research, the recruitment of participants (in this case users) is important 

(Kylberg et al., 2015, p. 4). 

One of the key difficulties in such an effort is to select appropriate test panel 

participants that are representative of the user group for that specific product (Persson 

et el., 2014, p. 523). 

Central to the selection process in this study was to find men and women with 

experience of long-term mental distress in the area of Gothenburg and Oxford 

(Timander & Möller, 2016, p. 1279). 

 ‘Users’ as identification of disabled participants 

Besides participant, user is a commonly occurring identification of disabled people involved in 

research. This term is being used both literally as in someone who is the intended user of, or is 

using, a certain product or service under development or evaluation, and more generally as in 

identifying disabled people as a group. In Swedish brukare, has become a general discourse for 

disabled clients, consumers or people receiving support of different kinds – in English ‘service 

users’ - within municipal or regional social work institutions or public agencies (Gustavsson, 

2004a). In one of the analysed articles, the combination service user / survivor is used to identify 

participants with experiences of mental distress. 

This ‘Mad Studies’ initiative has gathered activists, service users/survivors,  academics 

and dissenting professionals together; they have validated and celebrated service 

user/survivor experiences and cultures, and exposed systemic and symbolic violence 

that lies at the core of the psychiatric system (Timander & Möller, 2016, p. 1277). 

In texts, user combined with perspective is found as a nominalised concept directly or indirectly 

implying disabled people’s participation. In this instance, it also has a validating dimension in the 

construction differentiating a (disabled peoples’) perspective from a traditional research 

perspective by use of the term traditional. This validation can be interpreted differently depending 

on the reader’s positive or negative connotation of something portrayed as traditional. Either way, 

a tradition implies something which is established. 

An advisory panel with representatives from two disability research departments in 

collaboration with four representatives from the disability movement with interest in 

research was formed in order to ensure a balance between the user perspective and 

the traditional research perspective (Erdtman et al., 2012, p. 880). 

Participants are sometimes identified by a linguistically constructed additional aspect in relation to 

the researcher. Participant’s in design processes are commonly identified as users collaborating in a 

process of co-creation or co-designing with researching designers, to create, develop, evaluate or 

adapt services or products. They are invited into the process as a source of subjective and/or 

particular experience, or to add aspects of validation and confirmation to the researching designers 

work or to the developed service or product. The use of additionally involve in this quote implies 

that the users are not the initiators of the process or participating from the start of the project. 

A further development of this method was to additionally involve users with some form 
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of disability in the Co-operative Design workshop resulting in short video prototypes of 

the solutions, offering valuable information to be used in the process of further 

developing a product (Persson et al., 2014, p. 510). 

In similar processes in mainstream design this can also indicate that the disabled participants were 

added to the project in a later phase, when the use of a product or service is found to be inaccessible 

to some disabled users. 

Similar research could be made in cooperation with non-disabled users and the 

information could also be represented by an interface not using georeferenced data, 

but since the research is closely related to regional development the project is firmly 

based in identified local needs (Ekelin et al., 2010, p. 97). 

In another text research in collaboration with disabled people is mentioned as additional 

to qualitative and quantitative studies, indicating it in contrast to the collection of statistical data.  

It follows that, besides qualitative research, there is a need to develop research on 

disability and citizenship using quantitative, mixed and participatory methods. This 

observation is in line with the CRPD  that  emphasises, on the one hand, the need to 

collect statistical  data for helping national states identifying and addressing the 

barriers met by persons with disabilities in exercising their rights (CRPD, art. 31 §2) and, 

on the other hand, the need to practice research  in collaboration with disabled people 

and disability organisations (Sépulchre, 2017, p. 954). 

The linguistic construction co-actor is used in the title of one academic article, which is frequently 

referred to, ‘From research object to co-actor’, (Erdtman et al., 2012) but the concept is not found 

in the analysed texts, besides as reference to this article’s title. In the texts mentioning or connected 

to this project, the terms used for actors other than researchers are participants, disabled people, 

users or representatives of disabled people’s organisations. 

Defined by functionality and/or personal experiences 

A majority of texts that mention disabled participants do so as a source of empirical data about 

personal experience of life with a certain functionality, medical diagnosis or impairment, either in 

general or concerning a specific service, policy or product. Participants are predominantly 

identified by circumstances connected to functional or social categorization, bodily impairments, 

accessibility needs, disabling experiences, or a subjective interest in or gain from research outcome. 

[…] methodologies and procedures need to be developed for greater collaboration 

between researchers, “participants” (those affected by the research), and the 

professions (implementers) (Rönnberg et al., 2012, p. 30). 

When interviewing intellectually disabled women, I have become aware that […] 

(Barron, 1999, p. 44). 

To get an initial understanding of the field, participant observation was made at a 

disability sports camp for young people with physical or intellectual impairments (or 

both) […] (Apelmo, 2012, p. 27). 
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Gender and age are common identifying categories for participant identification and representation 

as well as for research subject or object identification. 

It is possible that this definition contributed to an underestimation of the share of 

research on the elderly, especially when the age of participants was not specifically 

mentioned and projects were focused on a specific disease (e.g., coronary artery 

disease), rather than a on particular age group (Rönnberg et al., 2012, p.10). 

Descriptions of effects or consequences of impairments or disability for participants under study, 

and the implied source of a disability related research problem, are intertwined in at times 

challenging or contradictory discursive constructions. The implied discourses are not always clearly 

defined. In this quote, socio-cultural processes such as stigmatisation are implied as both internal 

and external to the impaired person, in a description of how participants’ experiences could /should 

be understood. 

Furthermore, the stigma that goes with hearing impairment is also a culturally 

determined process, for example it works on the socio-cultural level and is produced by 

mechanisms at that level. Stigmatisation can therefore not be explained by reference 

to mechanisms at other levels, for example biological or psychological. However, 

mechanisms at these levels are involved, since they determine the character of the 

impairment and how the person experiences it (Danermark, 2002, p. 58). 

Disability attributed to an actor for identification purposes, is defined in different ways and with 

different explanations or understandings in the texts. The terminology used in this area is 

discursively inconsistent, although a general discourse is implied with some instances of a more or 

less explicit normative description stated. Having a diagnosis is for example rarely used in 

identifying language practice and if so, mostly with a psychiatric or ’mental health’ connotation, 

sometimes with the addition of self-reported or in other instances mentioned with the addition of 

not being important for the study. 

Self-reported psychiatric diagnoses were bipolar disorder (n. 6), schizophrenia (n. 5), 

depression (n. 3), other neuropsychiatric disorders (n. 2), and OCD (n. 1) (Bengtsson-

Tops & Svensson, 2010, p. 235). 

Labelled is predominantly used in connection to cognition related impairments. 

One aspect of the insider/outsider dilemma is that I enter the field with the 

preconception that the participants are labelled with an intellectual impairment 

(Peuravaara, 2015, p. 278). 

When diagnostic language is used, it is most often found within statistics and research overviews. It 

more often refers to impairments or to functional status identified by medical diagnosis, as the 

object of research, than being attributed to a person. In this text it also is connected to research 

funding. 

Dyslexia, ADHD and autism have received a great deal of media coverage, but they are 

not among the most highly funded diagnoses in the research world: Dyslexia is in 34th 

place with SEK4,150,000; ADHD is in 24th (Rönnberg et al., 2012, p. 11). 
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Participants, or their impairments, as research subjects are at times defined by the persons 

functionality as deviant or different in relation to a non-disabled norm. 

However, to have a noise-induced hearing impairment is not only a question of hearing 

differently from a normal hearing person (Danermark, 2002, p. 58). 

The implied separation of concepts for disability and impairment, in both Swedish and English, is 

inconsistent throughout the texts, and sometimes within them, making interpretation of intended 

meaning of the concepts used difficult or to a large extent dependent on the reader’s own 

understanding or ‘loyalty’ to an author’s presumed intention. 

The ideal of integration was a person with disability that engaged in spontaneous, 

voluntary interaction with others who were non-disabled. […] A majority of research 

projects about the social situation of persons with intellectual disabilities were thus 

focused on the type of relations favoured by political reformer (Söder, 2009, p. 70). 

In above mentioned example (representative of several others found in different texts), the use of 

the concept ‘social’ is tied to personal interaction with other people. The combination of person 

with disability (first used in the singular and then in the plural disabilities), and non-disabled 

(others) give contradicting discursive connotations of what constitutes a disability in connection to 

often discussed definition as a relation between the individual and a ‘social’ context or 

environment. 

5.2 Reasons to study disabled people and their experiences  

Researchers often talk about research participation as a resource, rather than the participants as 

resources. When the participants are seen as resources, it is rather as a material than a 

human resource - their impairment and subjective experience are assets for the researcher or 

for the research.  

The research / the researcher's result is described as a resource for the participants, that the 

outcome concerns them. The researchers appear to see full participation in society as anything but 

full participation in research. 

Disability as the research object, located in impaired people 

Impairment as the research object is often framed as a part of the participants construction. 

Persons with different impairments are studied, mostly those with mental and sensory 

impairments, but impairments related to neuromuscular and movement-related 

functions and voice and speech functions were also studied (Strandberg et al., 2017, p. 

8). 

It is at other times treated as outside of or separate to a personal experience. 

Disability involves a broader conceptualisation than what can be captured through 

personal experiences, as it is part of a social practice and social life. […] It is important 

to state that this perspective does not reject the reality of having an impaired body or 

the personal experience of a disability. However, it is not the single experience that is 

at focus, but the process of constitution of disability as a phenomenon (Hedlund, 2000, 
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pp. 765-766). 

The ambition and goals in research, and of the researcher 

Representing or contributing with a specific ’perspective’ is a repeated description of the role of, 

and reason for, participants involvement in research. These perspectives can imply a certain angle 

to look from, or a certain way to focus on a research object. Perspectives are assigned different 

value’s in the texts, and ascribed owners, including acts of transferring ownership. 

Participatory research thus aims to reflect, explore and disseminate the views, feelings 

and experiences of research participants from their own perspectives (Peuravaara, 

2015, p. 273). 

Evidently, to contribute to a research project focusing on the users’ perspective created 

a special feeling of being involved in the provision of psychiatric care and support 

(Bengtsson-Tops & Svensson, 2010, p. 237). 

The study, on which the present article is based, is inspired by collaborative research in 

the form of participatory research, because it makes visible young women’s voices and 

their own experiences (Peuravaara, 2015, p. 272). 

Through exploiting users’ experience and knowledge in the research process, the 

relevance of research is strengthened, and important qualities are added (Rönnberg et 

al., 2012, p. 30). 

To visualise and give voice are recurring, more or less metaphorical, actions or ambitions attributed 

to the researcher or to a study /research (as nominalised actor). It is most often the disabled 

people’s perspectives or experiences which are portrayed as in need of research as such, or for a 

specific researcher or research collective. This aim is, however, questioned by some authors. 

Another example of similarities among these approaches, which risk homogenizing 

heterogeneous groups, is the principle of focusing on ‘issues which really matter’ for 

disabled people. However, the question remains whether this principle may risk 

reproducing people with different impairments as homogenous groups, i.e. assuming 

that ‘they’ share the same interests, and want the same things in life. […]And even if 

we, as researchers, do not have such intentions, our research may be understood in 

this way if we fail to specify who is included in the term ‘them’ (Peuravaara, 2015, pp. 

274-275). 

In many impairment-focused texts, evaluating interventions is a recurrent, implicit or explicit, aim 

for working with disabled people. In the following quote, it is not possible to certify if the use of 

work with relevant groups of impaired persons indicates an actual co-operation or collaboration, or 

if it is a way of expressing that the representation of impairments in these groups is what the 

research is focused on (the researchers work with / forskarna arbetar med) 

Research groups integrated into or cooperating with publicly run health-care 

operations are in a significantly better position to work with relevant groups of 

impaired persons and on the development, analysis and assessment of different 
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intervention strategies (Rönnberg et al., 2012, p. 27). 

Experiences of the marginalised or excluded 

Both participating individual persons and groups of disabled people are recurrently described in 

terms of being vulnerable and/or marginalised or to have low social status, due to having 

difficulties and limitations. They are often implied to be excluded, with a need for inclusion, or are 

actively and explicitly being included. Research is often described to have inclusion as an implicit 

or explicit goal. 

The researcher thus gives voice to members of groups who have a low social status and 

consequently difficulties making themselves heard (Barron, 1999, p.38). 

There was also some evidence that the informants turned to this network for support 

whenever other people looked down upon or excluded them (Gustavsson, 2001, p. 37). 

Inherent in qualitative social research on marginalized groups is what can be described 

as a loyal stand (Barron, 1999, p. 38). 

One author exemplifies possible exclusion performed within the scope of academia, with the 

academic style of his own text, in itself, suggested as possibly inaccessible to some readers.  

It is questionable whether this text is written in a way that most people with 

intellectual disabilities, or of other groups that are commonly excluded from academia, 

understand (Altermark, 2017, p. 1329). 

In one text, the participants’ vulnerability and marginalisation are expressed in phrases of 

sensitivity, and in the research-process it is seen as a useful trait for the enhancement of general 

product accessibility. 

The suggestion is instead to use stratified user groups that are most sensitive in certain 

area of the use of the product. The intention of this is broadening the scope of 

accessibility measurability and by this reach all that are less sensitive in the specific 

area (Persson et al., 2014, p. 523). 

Normative influences 

Many texts mention disabled people and their experiences in connection to possible influence on 

how research questions could, or should, be constructed. 

Could is indicated both as for participants’ possible access to a communicative platform to act 

on, or related to functional ability, aspects of educational background, or cognitive skills of the 

participant. 

My discussion is based on a normative assumption that research should strive to treat 

subjects as knowledgable participants (Barron, 1999, p. 40). 

The concept of the idea-circle is built on the idea that people with personal experience 

of disability possess important knowledge and have the capacity to formulate research 

questions. When this idealized image was tested in practice, the road to fruitful 
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dialogue with researchers was found to be rather challenging. Moving from the 

familiar discourse of political struggle to discussing research was for many a 

complicated process. Understanding the demands and limitations of the scientific 

world and research processes as such needs to be strengthened in future idea-circles 

(Erdtman et al., 2012, pp. 881-882). 

In some instances, a division of labour, roles and tasks is indicated as most favourable. 

An in-depth dialogue with users works best when roles and competencies are clearly 

specified (Rönnberg et al., 2012, p.30). 

The concept to emancipate is in most instances used as a nominalised and valued process, 

emancipation, or as a value-attributing adverbial, in connection with a passive receiving actor, but 

is seldom used as a verb connected to an active actor. 

Of course it is true that the emancipatory power of this kind of research, to some 

extent, depends on the fact that people with intellectual disabilities have access to the 

results (Gustavsson, 2001, p. 39). 

The emancipatory power is not always portrayed as an outcome for the active disabled participants, 

but rather as an indirect impact on people in the surrounding of disabled people. 

However, another—and perhaps more important—way to empowerment in the case 

of people with intellectual disabilities might be that the new knowledge influences 

professionals in the disability services making them aware of the incapacitating nature 

of traditional psychological ways of understanding disability and of the emergence of 

new alternative perspectives based on the lived experiences of disability (Gustavsson, 

2001, p. 39, directly following previous quoted sentence). 

The absent subject 

In a majority of the texts, language constructions of empirical research material give the sense of it 

being retrieved from interviews with, or observations of, disabled participants, without explicitly 

talking about a participation of disabled people or participants. Often direct mentioning of both the 

researcher and the participant/research subject are omitted as actors or are constructed as passive. 

In this instance, the social lives of a certain group of disabled people are studied from more than 

one perspective. The construction does not reveal if the persons, whose lives are studied, participate 

as actors in the study in any active or passive way.  

Here, the social lives of people with intellectual disabilities are studied from several 

social and individual perspectives. One perspective is constituted by the crossroad 

between current Swedish policy of integration of people with intellectual disabilities 

and the modern development of western urban societies, especially how these societal 

developments shape the social live in local communities (Gustavsson, 2004b, p. 66). 

Especially in the texts that primarily focus on discussion on or comparison between different 

theoretical standpoints, nominalised phenomena or processes of gathering empiric data substitute 

the explicit mentioning of disabled people, or their bodies or life experiences are constructed as 
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passive research objects. For example: 

Other approaches try to connect interpretations with theoretical understanding of the 

events in the social world, e.g. when theorizing about communication strategies 

among hearing impaired (Bhaskar & Danermark, 2006, p. 287). 

[Thus] using ANT does not involve the privileged study of either impaired bodies or 

social-material constructions but the analysis of situations where the interactions of 

bodies and materiality/culture produce action or inaction, ability or disability (agency) 

(Galis, 2011, p. 830). 

5.3 A matter of power 

More than one author raises questions of an absent problematisation of disabled people’s 

relation, as participants, to research participation or to the researcher’s role. 

This means being open and sensitive to their experienced situations as well as to the 

question of how these are affected by their participation in a research project. In a way 

such assumptions often lie at the heart of the expressed aims of many qualitative 

researchers. What I am suggesting is that the consequences of these are seldom 

problematized and openly discussed (Barron, 1999, p. 40). 

A question about who should influence societal organisation and distribution of resources, can be 

found. 

One crucial issue is to whom we leave to describe the needs of older people and decide 

on priorities in research and societal development. Research involving users is gaining 

interest, in medicine and health sciences, as well as in other fields of inquiry. Such 

approaches are seen as positive, not the least among politicians and research 

sponsors. As yet, however, the evidence base for the effects and outcomes of research 

with user participation is insufficient and scattered (Kylberg et al., 2017, p. 105) 

The position of the researchers is discussed or problematized. 

Participatory research has developed from qualitative methodological research with 

philosophical roots, its aim being to change the hierarchical power relations between 

researcher and research participants, for instance, by speaking of participants rather 

than research subjects (Peuravaara, 2015, p. 273). 

These, often normative, studies are important in making visible unequal power 

relations and in emphasizing the importance of equality and the empowerment of 

disabled people, not least the empowerment of disabled women. But there is, however, 

a tendency to overlook the researcher's own position of power (Barron, 1999 , p. 42). 

One text defines participatory research as the inclusion of disabled people in all phases of research, 

as opposed to the hierarchy between researcher and research object.   

[…] a distinction can  also  be  made  between  studies  based  on ‘‘hierarchical’’ and 
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‘‘participatory methods’’, where the former refer to studies based on a hierarchical 

relationship between researcher and research object and the latter include disabled 

people in all the phases of the research (Sépulchre, 2017, p. 954). 

 

Disabled researchers are in several texts described in terminology of activists, and their research as 

political activism. 

The introduction of the social model of disability in the early 1970s set the ground for a 

materialist account of disability. This initial materialist view of disability acknowledged 

the significant role of politics in reproducing disabling socio-material environments […]. 

At the same time, the commitment of disabled activists to their political struggle is so 

obvious that it cannot be dismissed. Thus, disability studies have always been marked 

by strong politicisation (Galis, 2011, p. 826). 

A divided society 

Society is described as a place, or a sphere, with sides and borders. A person or group of people 

may be situated close to some sort of restricting social boundary, or on one or the other side of it. 

The discourse can at time be metaphorically described as a battle field, with a frontline, with 

different actors’ different interests in research as the assumed division into combat battalions, 

attacking each other or putting up a defence. The line of division is predominantly drawn between 

disabled and non-disabled people, and it is only researchers who are implied to have possible 

mobility, to take or choose which side to be on. 

Not seldom, the researcher declares, although not always explicitly, her/his loyalty 

with the group under study. In qualitative interviewing, for example, the interviewer 

"lets" the informants tell their stories, i.e. disclose their personal feelings and 

experiences of the issue under study (Barron, 1999, p. 38). 

The research society, inhabited by actors with differing (explicit or implicit) attributed personal 

relationships to disability, is also portrayed as a place or sphere, with boundaries and ‘sides’, which 

are portrayed in this (and other) quotes as a battle of interests. Using modality and metaphors, this 

author constructs a rather accusatory statement, which indirectly gives responsibility for the 

situation mainly to nominalised processes or abstract actors, and a perception of the researchers as 

victims of a rather deceitfully portrayed abstract force, the program of giving voice and the idea of 

oppressive research. 

It is not surprising that this kind of critique has caused some concern among non- 

disabled disability researchers. In order not to fall back into the trap of reproducing 

oppressive outsiders' perspectives they seem to avoid subjecting personal experiences 

to a theoretical analysis. Thus, the program of giving voice and the idea of oppressive 

research seem to have blocked the development of in-depth analyses of personal 

experiences of disabilities (Gustavsson, 2001, p. 31). 

One author portrays the disability movement as mainly protest organisations. The use of modality 

like according to the self-image, simplified causality, problems identified without having to worry, 

implies that the organisations are self-righteous, accusatory without due reason and careless of 
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consequence of their claims.  

To mobilise support and loyalty, protest communication invokes ethical principles 

which, according to the self-image of a social movement, are morally superior to the 

ethics of its opponents. Therefore, protest communication is prone to point out 

injustices and violations of prevailing values. Another characteristic of protest 

movement is the frequent use of simplified causality both in terms of sources of the 

problematic condition and its solutions. The reference object of the protest is seen as a 

result of causes that are external to the movement, portrayed as objective, essential 

and impossible to reject. Therefore, a movement generates expectations of 

countermeasures by others (mostly the political system) and demands solutions to 

problems identified without having to worry about the very consequences the solutions 

demanded lead to (Michailakis & Schirmer, 2014, p. 434). 

Sometimes the disabled people and the establishment are portrayed as gathering on one side, 

indicated as opposing the independence of researchers. 

These have been discussed in a rather lively way over the years by disability 

researchers. The frontline has been drawn between those who demand that 

researchers have a responsibility to choose sides, either for persons with disabilities or 

for the establishment on one side and those who argue for a freer role for research 

whose basic commitment should be to the ethics and standards within the research 

community on the other (Söder, 2009, p. 70). 

Argumentation is often based on a comparative communicative text style, where a pattern of 

references is recurrent for the purpose of validation. Often the ‘other side’ (indicated as the 

opponent to the author and/or his/her presented perspective) has, negative, connotations of 

interests, political ideologies and, not seldom, national identifications attributed through the use of 

modality and metaphoric language. 

Our thinking and the research we do cannot be predicated on grounds that have to do 

with our personal characteristics or our position in a stratified social system. Waves of 

this debate have swept through Marxism as well as feminism. Within disability 

research it has been articulated in the debate about emancipatory and participatory 

research (Söder, 2009, pp. 69-70). 

In this context it is interesting to note a striking difference between Anglosachian and 

Scandinavian disability studies. While disability studies in the USA and UK have been 

dominated by researchers who themselves have an impairment and often combines 

political activism and research, this is not the case in Scandinavia (Söder, 2009, p. 70). 

Another reason for the lack of analysis and methodological discussion in current 

studies of personal experiences of disability could be that advocates for the 

programme of giving voice to people with disabilities, and to some extent, also the 

British disability researchers mentioned above, seem to base their celebration of 

personal experience on the idea that experiential closeness and identification 
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constitute a golden way to a new and better understanding of disability (Gustavsson, 

2001, p. 32). 

“Disability studies” with a more interdisciplinary approach could increase interest. In 

this case, it would be a Scandinavian variant on the theme, rather than the reductionist 

British variant (Rönnberg et al., 2012, p. 28). 

An ambiguous relation to interest in and outcome of research 

Disabled people are described as relevant participants in many studies because of their indicated 

marginalisation. Their life stories are described as interesting. Their stories are implied to be 

unknown, unheard of and untold, prior to the research. Their personal knowledge is presented as 

valuable for researchers because of its exclusivity. 

In most instances this exclusivity of participants’ experiences is the main reason presented for 

their participation in research projects. 

When asked to prioritize among areas for research, the representatives from the 

disability movement chose areas that are not stressed in mainstream disability 

research in Sweden (Erdtman et al., 2012, p. 879). 

Disabled people are in many instances portrayed as having an interest in or need for research as to 

be seen, shown, told about, discussed, exposed, understood, explained, etc. 

One way of dealing with this complex issue is to simply state that this is indeed 

ethically acceptable since the situation of vulnerable groups, such as intellectually 

disabled women, needs to be exposed (Barron, 1999, p. 42). 

In other instances, the participants’ exclusive experiences are subject to debate about the possibility 

of generalising gathered information or research results. 

Most important, users should be able to represent a broader perspective than his/her 

own (Kylberg et al., 2017, p. 106). 

One crucial issue is to whom we leave to describe the needs of older people and decide 

on priorities in research and societal development. Research involving users is gaining 

interest, in medicine and health sciences, as well as in other fields of inquiry. Such 

approaches are seen as positive, not the least among politicians and research 

sponsors. As yet, however, the evidence base for the effects and outcomes of research 

with user participation is insufficient and scattered (Kylberg et al., 2017, p. 105). 

Another discussion represented is researchers warning of the risk for over-generalisation. 

Another example of similarities among these approaches, which risk homogenizing 

heterogeneous groups, is the principle of focusing on ‘issues which really matter’ for 

disabled people. However, the question remains whether this principle may risk 

reproducing people with different impairments as homogenous groups, i.e. assuming 

that ‘they’ share the same interests, and want the same things in life (Peuravaara, 

2015, p. 274). 
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A perceived need for disabled people/participants to be supervised in expressing their views or in 

understanding the researcher’s motives for their participation, has also been described as 

problematic for research ethics. 

The adjustment from the familiar discourse of political struggle to discussion of 

research was a complicated process for many (Erdtman et al., 2012, p. 879). 

The rather close links to the state and the focus on a group with problems of 

articulating their own interest […] (Söder, 2009, p. 70). 

I have shown above that despite my informing intellectually disabled female 

informants that their identity will not be revealed, there has later been some expressed 

concern with regard to this issue. In other words, is it ethically acceptable to include 

those in social research who do not fully understand what the involvement entails? 

(Barron, 1999, p. 42). 

There is also a recurring ambiguity embedded in the construction of disabled people’s interest in 

research. 

A broad definition of “users” includes all parties that are interested in and/or 

beneficiaries of research. This means that users are senior citizens in the general aging 

population and vulnerable people with specific characteristics and needs. Users are 

also informal carers, health care, social services, and industry professionals, as well as 

public agency, policymaker, and interest organization representatives (Kylberg et al., 

2017, p. 105). 

Researchers run the risk of being caught in the reformer’s perspective to the extent 

that more scientifically relevant questions are not put on the research agenda (Söder, 

2009, p. 70). 

Researchers are in some instances described as in need of distance from the research subjects or 

objects, in order to be critical – to be objective. Concepts like ‘politics’ or ‘political’ are 

constructed as compromising their scientific skills. Disabled people’s involvement as researchers is 

problematized by several authors in terms of activism, reductionism or subjectivity. 

In the narrow definition disability studies is also seen as tightly connected to the 

political activism of disabled persons (Söder, 2009, p. 67). 

However, most constructionists are willing to agree that there are understandings of 

disability which are more reliable than others. […] From a disability point of view this 

‘‘standpoint theory’’ is highly relevant. Many disabled researchers argue that they are 

in a more privileged position than non-disabled researchers since they have 

advantages in understanding disability because they see things that non-disabled 

researchers do not see. Hence, they claim that their understanding and explanation of 

disability is deeper and more reliable than that of non-disabled researchers (Bhaskar & 

Danermark, 2006, p. 285). 
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Other (than the researcher) stakeholders’ interests are implied in several texts to be a possible threat 

to the researcher’s objectivity. 

At the same time, it is important to stress the weight of the researchers’ scientific task 

and critical approach when it comes to the choice of issues, methods and analysis of 

results (Rönnberg et al., 2012, p.30). 

In that way the critical distance necessary for innovative research might have been lost 

when researchers became too close to the state and its political ambitions (Söder, 

2009, p. 70). 

Thus, the program of giving voice and the idea of oppressive research seem to have 

blocked the development of in-depth analyses of personal experiences of disabilities. 

Disability researchers, at least to some extent, have given up their special roles and 

responsibilities as researchers and replaced them by those of editors or political 

activists (Gustavsson, 2001, p. 31). 

5.4 Summary 

In this thesis I have studied the language used in disability research journal articles and 

governmental reports. At least one author of each text is a researcher affiliated to Swedish 

universities. The language styles in these texts belong within a genre of academic writing of 

research articles, which provides a set of particular discursive conventions. The common use of 

passive tense in construction of actor, in clauses, creates a linguistic style of distance between the 

author as a person, the topic of discussion and the reader. 

This is also the result of a language usage where intended meaning often is implicit rather than 

explicit due to its use of metaphors and grammatical construction. The discourses are both 

interrelatedly fluid, vague and strong at the same time, and at times heavily dependent on a 

combination of the reader’s ‘loyal interpretation’ of the author’s linguistic construction style. I have 

in this analysis especially focused on what is actually written in the text, to limit the influence of 

situational ‘common sense interpretation’. 

An interest in some form in the matter of participation of disabled people in research is 

manifest in all the analysed texts. However, discourses of what this participation consists of, who is 

the most valuable participant, and to whom the participation is valuable, differ. There is a 

noticeable discursive division between authors discussing if disabled people could or should take a 

more active part in the research process as a whole, and the most common research activity then 

mentioned as involving disabled active participants is construction of research questions. 

Almost all authors portray an image of disabled people as primarily identified by a need for 

interventions from society. Research is motivated on the grounds of impairments being a problem, 

a challenge or something that identifies an individual person whose body is the container of this 

impairment. 

Disability is often described, even when a relative / relational disability definition is used, as a 

phenomenon that can primarily be addressed at the individual level. Thus, it is not social structures 

that are described as a manageable problem. Disability appears not considered a structural issue by 

the researchers. Applied language in use reflects an ambition for social change for individual 

actors, within current social structures, rather than for structural changes. 
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A clear discourse of a division between disabled people and researchers stands out. Disabled 

people are participants. Disabled people are central to disability research activities in their social 

position as disabled. 

The linguistic practice depends to a large degree on abstractions and nominalisations. Modality 

is used both explicitly and implicitly to strengthen prevailing discourses as well as to challenge 

them. Tradition, Scandinavia, objectivity and ‘a somewhat better life for the disabled people’ 

appears as positive enforcing connotations. Reductionism, personal interest and lack of 

professional competence are contesting, at times portrayed as threatening, concepts. 

I have in this analysis focused on the discursive construction of participants. A reflection of the 

discursive construction of the researcher can’t be dismissed however, it is inevitably visible when 

discourses often rely on a division of roles, tasks and attributing circumstances. In addition to 

impairments, participants are often attributed e.g. gender, age, a family and experiences on a 

personal note, but the researchers appear in the texts as a socially defined group, separated from all 

other social categorizations. Researchers are not described in terms of any social location position 

other than their strictly professional. They are generally presupposed as being non-disabled, often 

by omitting information of this kind. In some occasions they are explicitly described as non-

disabled, and in a few incidents as disabled researchers or researchers with their own impairments. 

This language is used in two ways: as a notion that ‘not all researchers are non-disabled’ featured in 

a way that can be interpreted as a matter of hegemonic negotiation. In another, and more notable 

way, as attributed to the development of participatory and emancipatory research traditions. In this 

discourse the disabled researcher is more or less presented in connotation with a political interest or 

activist role, often assigned a nationality, as ‘British’. 

In the reference section I have mentioned all texts that were closely analysed as part of the final 

selection, even if they were scarcely supplying examples for the ‘Findings’ chapters. Especially 

texts that pertain to mainly theoretical discussion have been found to discuss participation in 

research of disabled people to a less extent than others, or in a less explicit terms. 
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6 Discussion 

The relatively new use of the concept ‘participant’ to represent disabled people, when they take 

part in a research project, (Peuravaara, 2015) might be the most thoroughly implemented, and more 

or less consistently conceptualised, terminology change within disability research discourse in 

recent years. User, being the first runner-up. 

Unfortunately, it is so consistent that it is used for disabled people in virtually any position 

within a research project, and almost only for disabled people. Other identified people taking part in 

research are identified by their profession, objective interest or their specific task. Either what they 

do in the research activities at hand, or their professional or personal ties to certain categories of 

disabled people. Participating disabled people, the participants, are defined by their impairments, 

their access needs and/or their subjective interest in the research outcome. 

6.1 Discursive practice in relation to time of text production 

The normative recommendation for the use of funktionsnedsättning (impairment) and 

funktionshinder (disability) creates a slight, but not clear, shift towards a terminology, where 

funktionsnedsättning is supposed to relate to an individual’s functional status, and funktionshinder, 

a barrier or obstacle for full and active participation - ‘full delaktighet’. 

A strong advocacy within the research community, with roots tracing back to the 1980s, for a 

social, in Nordic contexts often defined as ‘environmental’ or ‘relational’, understanding of 

disability, has also made its mark on terminology, however not as consistently as some authors may 

imply. Just as Söder (2013) and Gustavsson (2004a), I too have noticed: many are the researchers 

that start out with a clear relational or environmental phrasing on disability and disabling causes, 

only to find themselves on page 3 or so, back in a rather medical or individual description on what 

is the research question in focus, the disability problem so to say, and how to deal with it. 

In later years, some new concepts can be found, reflecting e.g. a jurisprudence rights focused 

discourse (Söder, 2013). Also, an emergence of researchers interested in the active role of research 

in social change, can be seen. These approaches are favoured and promoted by representatives of 

Disability Rights Movement and so-called allied researchers. Disability researchers, within more 

impairment-intervention-oriented research disciplines, as e.g. psychology or rehabilitation 

medicine, have criticized these new approaches for being too political, too ideological. (Söder, 

2009) The terminology of emancipation, activism and identity has also brought new concepts like 

‘crip’ and ‘ableism’ (Rydström, 2012). There are still few published articles by Swedish authors 

within these discourses, and they are seldom referenced in the more established authors’ texts but 

can be found when broadening the conceptual search focus. 

6.2 Translational matters 

I have chosen to write my thesis in English in order to be consistent. I have studied texts written in 

English, and therefore the analysis should according to Fairclough (2015) be performed in English. 

To visualise, give voice to or even exploit the participants’ experiences are metaphorical concepts 

often used to indicate reasons for including disabled people in research. If the author of the next 

quote intentionally used the word exploit as in ’take advantage of,’ or to indicate how the presence 

of user’s knowledge in published research documentation therefore made it available to a larger 

audience, cannot be determined by just looking at the language construction of the clause. 
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Through exploiting users’ experience and knowledge in the research process, the 

relevance of research is strengthened, and important qualities are added (Rönnberg et 

al., 2012, p. 30) 

The discourse of governmental reports could indicate that this is an instance of researchers’ general 

linguistic genre or style, or it could be attributed to the text being published in a translation into 

English. When texts are composed in an international context, possible translational implications 

can’t be discarded as possible explanation for the choice of terminology. Translational issues can 

also be one possible explanation of the generally inconsistent discourses of disability and 

impairments. 

6.3 Possible implications of chosen theory and methodology 

In any research process, the researcher has to make some decisions. By choosing a particular 

theoretical or methodological framework the researcher creates conditions for possible results, and 

limit others. I have chosen a qualitative approach in this thesis, due to the overall research problem 

and question being constructed around a hermeneutic aim of text analysis. Thus, my findings can 

and should be understood as a possible interpretation of discursive language patterns, observed in 

linguistic constructions in the texts studied.  

6.3.1 Theoretical and methodological framework 

I have chosen a Critical Discourse analysis (CDA), as developed by Norman Fairclough, because I 

believe in language as central to social construction and reconstruction. To research disability in a 

social research context, I have found Fairclough especially suitable due to his interest in social 

change (although not explicitly connecting it to the field of disability research himself) and his 

expressed belief in the active role of the social researcher. 

To choose CDA as method implies a need of a theory with similar view on research ontology 

and epistemology. CDA can be used as theoretical frame also. To combine CDA and methodology 

based on systemic-functional grammar analysis was a choice grown out of Fairclough’s own 

recommendation in his books Language and Power (Fairclough, 2015) and Analysing Discourse 

(Fairclough, 2003) as well as the recommendation of CDA as theoretical frame by the authors of 

Funktionell textanalys (Holmberg et al., 2011), an introduction to Systemic-functional grammar 

analysis (SFG). 

6.3.2 Selecting empirical material 

When researching the discursive structures of a social practice as disability research, I have found 

document analysis especially suitable, since the text is produced and published in consideration and 

close attention to its construction by the author and the publisher. Analysis of text that is fixed in 

time and construction, as written and published texts are, limits the risks of imposing on the 

empirical material in a way transcription of interviews may do. 

In this way, selecting empirical material becomes crucial. Text and discourse analyses need a 

certain amount of text to draw any conclusions on or to observe linguistic discursive patterns in. At 

the same time, Fairclough points out that CDA is best performed on a clause level, and on 

relatively restricted numbers of texts. He argues for a detailed analysis (2015). I have found it 

impossible to restrict disability research material in this project to only one or a few texts. I could 

of course have chosen to use another method, more suitable for corpus linguistics, and that would 
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probably have given another result. That is, however, a method more suitable for research with a 

more quantitative or mixed method approach. 

Discarding of doctoral dissertations, book chapters and conference papers was a choice made to 

acquire a reasonable number of texts to analyse, within the scope of a Master’s thesis, and due to 

conditions of systemic-functional grammar analysis performed at clause level. This needs to be 

kept in mind, as it may inflict on my findings. 

However, doctoral dissertations in Sweden are often so-called compilation dissertations. That 

is, they are based on several published articles. This makes it possible to include discursive 

language used in doctoral dissertations in the analysis, by using the articles instead of the whole 

dissertation. In this way the cover text is not included, but I have not found this as excluding of 

discursive themes. The discourse adhered to within the articles are predominantly reflecting the 

authors’ general discursive language patterns. To exclude book chapters and conference material 

was a choice that in some ways restricted access to particular research fields, like for instance 

design and technological research, where this practice is common as documentation and 

communication of research findings. I have, however, included articles from design researchers in 

my final text selection. 

In the initial searches there were over 35 journals and publishers represented. Although I did 

not search any specific journal, when the result was sorted according to inclusion and exclusion 

criteria a dominance could be observed for two academic journals as sources for a large part of the 

final selection, the Scandinavian Journal of Disability Research (SJDR) and Disability & Society 

(D&S). This proportion of sources reflects the overall result of my text searches.  

The text material I have based the analysis on is larger than usual for a critical discourse 

analysis. To only include texts published in English provided a consistent opportunity to focus on 

the discursive usage in a particular language. To choose English over Swedish might pose a risk 

that some authors that do not publish in English, will not be included. This is, however, not a large 

risk in contemporary research, where English is the predominant language used in academic 

publications. 

An uneven distribution of examples in the Findings chapter is mainly explained by the fact that 

some articles or reports focus on participation of disabled people in research and thus supply more 

discursive examples to quote, while other only mention this kind of participation, or participants, in 

parts of their text or very briefly discuss it. In the Analysed Texts reference section, I have 

presented all texts that were closely analysed as part of the final selection. Some of them are 

scarcely supplying examples for the ‘Findings’ chapters. Especially texts that pertain to mainly 

theoretical discussion has not been quoted as much as other texts. If at all discussing participants, 

the problematic aspect of general inconsistency in use of concepts for impairment, impaired, 

disability and disabled complicates an analysis of discourse. In several of the texts, the inconsistent 

use of terminology severely blurs the intended conceptual meaning, making it difficult or 

impossible to clearly define what interpretation of the used terminology a writer draws on with a 

certain choice of word or functional grammar construction. This is particularly evident for 

disability and disabled and particularly when an author at times uses the concepts as 

interchangeable with impairment or inconsistently within a text. 

This is done in texts written by first-language English speakers as well as in texts by second 

language English speakers. However, it might in some cases also be a result of the fact that there 

are different socio-geographic variations of English terminology is use within the international 

discourse(s) of disability and impairment. 



40  40 

6.3.3 Key words and published language 

I have in the analysis primarily focused on language concerning the concepts of ‘participation’ and 

‘disability’ / disabled participants. There are other possible search words and other discursive 

themes that could have been observed in the texts. This study has however, been limited in time 

and resources. I have selected key search words on the grounds of terminology recommended by 

Socialstyrelsen (see Appendix) and their English equivalents, adding the word disabled in 

accordance with the conceptual declaration presented in the first chapter. 

There are of course other key words and terminology that are possible to choose, for instance, 

the practice of constructing new adjectives and constructs of attributing identification on the basis 

of a lack of such constructions in the recommended terminology, or as to challenge it. I have 

chosen not to include such words in my search, in order not to precede the analytical result. I could 

also have expanded my study to cover more countries and/or regions. I could have and will in a 

future study maybe use a more quantitative approach to coding, as for example to quantitatively 

analyse conceptual co-occurrence and/or focus even more closely on the construction and use of 

ideational metaphors. 

6.3.4 Analytical ‘distance’ or the active reader’s perspective 

The choice of Critical Discourse Analysis according to Fairclough,  as the theoretical foundation of 

this study, is made with a special consideration to Fairclough attributing an active role of the 

researcher as reader / consumer of the text analysed, in a discourse analysis. The choice of a close 

focus on language structures and linguistic construction, advised by Fairclough as well, was made 

to create a needed analytical distance.  

However, the reader uses its own life experience to make sense of discursive or metaphorical 

language, that give ‘meaning’ to communicated messages (Cameron & Maslen, 2010). As  

someone who has first-hand experienced, and at close range witnessed the experience of others’, 

disablement in terms of discrimination, social disadvantage or under-representation, it might be that 

I more easily notice certain dimensions of discourse, that another analyst would miss or value 

differently. This is, as can be observed in my findings, also one of the arguments for participation 

of disabled people in research – to add perspectives, knowledge and experiences to a study, that 

could have otherwise been missed. 
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7 Further research 

Disability studies, or research, is an academic discipline at the crossroads of all social research 

disciplines. To find ways to communicate between different discursive conventions and different 

scientific disciplines is crucial. I don’t personally believe in one perfect correct way to use 

language, but the current (dis)order of discourses is a potential barrier for both national and 

international cooperation, and between researchers and other actors. 

As a consequence of internationalisation, English has become the main language for 

professional communication even within a Swedish context. Most Swedes have a proficiency in 

English as a second language. To discuss disability research in an international context, however, 

without the risk of locking in ideas to a certain geographic or linguistic sphere, the academic 

community needs to more deeply discuss and explore concepts used within different national, 

cultural and interdisciplinary discourses. 

Not only should people of different forms of functionality be included in the global society, we 

need a better understanding of how disability is communicated as part of discourses and national 

linguistic or cultural structures, in interplay with differences and similarities of a diversity of social 

practices and actors. 

The limits in time and resources for a Master’s thesis of this kind, inevitably limits the 

possibility to encompass all discursive variation within the field of participation in disability 

research. I see a need for future similar analyses on texts produced by e.g. the Disability Rights 

movement and its member organisations, or by researchers within other academic areas than 

disability research, in order to more deeply explore possible differences or similarities in discursive 

practice, for a greater answer to why participation in research by disabled people has been 

recurrently framed as important and in high demand during the last 20 years, but without any real 

progress towards being fulfilled. 
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Appendix  

Recommended terminology 

by The National Board of Health and Welfare (Socialstyrelsen) in 2006: 

En funktionsnedsättning kan uppstå till följd av sjukdom eller annat tillstånd eller till 

följd av en medfödd eller förvärvad skada. Sådana sjukdomar, tillstånd eller skador kan 

vara av bestående eller av övergående natur.  

http://termbank.socialstyrelsen.se/?TermId=665&SrcLang=sv  

Viewed and copied 14.51, October  10, 2018 

An impairment can emerge as a consequence of illness or other condition or as result 

of a congenital or acquired injury. Such illnesses, conditions or injuries can be of a 

permanent or transient nature.’ 

My translation from Swedish 

 

 

funktionshinder 

 

avrådd 

Funktionsnedsättning 

 

handikapp 

nedsättning av fysisk, psykisk 

eller intellektuell 

funktionsförmåga 

 

 

funktionshinder 

 

rekommenderad 

 

handikapp 

funktionsnedsättning 

begränsning som en 

funktionsnedsättning innebär för 

en person i relation till 

omgivningen 

 

 

funktionsnedsättning 

 

rekommenderad 

funktionshinder 

handikapp 

nedsättning av fysisk, psykisk 

eller intellektuell 

funktionsförmåga 

 

 

funktionsnedsättning 

 

avrådd 

 

funktionshinder 

handikapp 

begränsning som en 

funktionsnedsättning innebär för 

en person i relation till 

omgivningen 

 

 

funktionstillstånd 

 

Rekommenderad 

 

Hälsotillstånd 

tillstånd hos en persons 

kroppsfunktioner och 

kroppsstrukturer samt förmåga 

till aktivitet och delaktighet 

 

http://termbank.socialstyrelsen.se/#results  

Viewed and copied 14.51, 2018-10-10 
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Socialstyrelsen’s explanation: 

Genom att använda funktionshinder enligt den nya beskrivningen blir det också lättare 

att på ett entydigt sätt beskriva miljöns betydelse för de svårigheter som personer med 

funktionsnedsättning kan möta. Det är nu möjligt att använda uttryck som 

funktionshindrande miljöer eller funktionshindrande processer för att beskriva dessa 

svårigheter. 

http://www.socialstyrelsen.se/fragorochsvar/funktionsnedsattningochfunktio#anchor_4 

Viewed and copied 14.51, 2018-10-10 

 

Using ‘funktionshinder’ [equiv. of disability] according to the new description also 

makes it easier to clearly describe the significance of environmental factors, for the 

difficulties that people with ‘funktionsnedsättning’ [equiv. of impairment] can face. It is 

now possible to use expressions as disabling environments or disabling processes to 

describe these difficulties. 

My translation from Swedish 
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