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Abstract

Self-help groups in the United Kingdom continue to grow in number and
address virtually every conceivable health condition, but they remain the
subject of very little theoretical analysis. The literature to date has
predominantly focused on their therapeutic effects on individual members.
And yet they are widely presumed to fulfil a broader civic role and to
encourage democratic citizenship. The thesis uses qualitative data derived from
individual and group interviews with 33 groups in order to provide an outline
of the ethos, aims, activities and structural arrangements of a broad range of
self-help groups in Nottinghamshire, UK. It then uses these findings as the
foundation on which to construct a model of delfp groups’ democratising

effects in the public sphere and as a means of differentiating them from other
types of ‘health citizenship’ organisation such as new social movements. In

order to do this it broadly follows the work of Jurgen Habermas, making use of
his concepts of communicative action; system-lifeworld integration; lifelvorl
autonomy and collective identity as an appropriate framework against which to

account for these groups in civic terms.

It was found that in their pursuit of personal and collective identities the

groups were augmenting individual autonomy through increasing mutual
recognition and understanding in the lifeworld. Although at first sight the
groups appeared to be structured hierarchically, leaders tended to use their
influence to foster a type of communicative equality that sustained the
democratic negotiation of these identities. In addition, through their two-way
communicative links with the system the groups were adding to the complexity
and quality of discourse in the public sphere and increasing the possibility of
attaining social consensus. Unlike new social movements who are believed to
operate at the protest end of civil society, the self-help groups were oriented to

its enabling sector.

K eywor ds — self-help group; Habermas; social movement; collective
identity; citizenship
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Introduction

It is 30 years since the voluntary sector organisation Self Help Nottingham was
established in order to offer advice, training and practical assistance to local
self-help groups. Much has changed in the political landscape over that time;
however at least two things have remained constant, the importance of
healthcare provision coupled with the increasing costs of providing it
(Fitzpatrick 2008), and the on-going concern with democratic disengagement

and the perceived decline in active citizenship.

It is widely believed that self-help groups have an important part to play in
both of these areas; promoting the good health of their members through
undertaking the type of associational activity that de Tocqueville deemed the
heart of a vibrant democracy. Yet there appears to have been little
acknowledgement of this at the political level. To date Self Help Nottingham
remains the only organisation in the UK that is dedicated to the support,
promotion and development of self-help groups. Similarly from an academi
perspective, although a body of literature has begun to develop around self-
help groups’ mutual support role and the benefits it brings to individual

members, relatively little is still known about how these groups work, why
they arise or the impact they have in the broader commusityprising

indeed for a phenomenon that is said to involve over 1.5 million active
participants in the UK (Elsdon et al 2000).

Of all the assertions made about the value of self-help groups, perhaps the least
is known and understood about the role they are believed to play in stimulating
democratic behaviour in the public sphere. It is therefore towards this gap in

knowledge that the current thesis intends to contribute.

In order to guide the work towards this end and to begin to formulate the types
of question | wanted to ask it seemed appropriate to adopt an existing
framework that had already conceptualised that area of social life in which
selfhelp groups’ part was to be examined. And it emerged early on in my

reading hat Jurgen Habermas’ ideas about civic behaviour clearly resonated



with what was known (or perhaps what was presumed) about self-help groups.
For Haberma$1987, 1989, 199@he public sphere or civil society emanates
from the private sphere of life, acting as a space independent of both state and
market. Its legitimacy relies on individuals coming together spontaneously and
engaging freely in conversation about issues of universal human concern. This
model seemed not only to capture what was going ornifisnep groups, but

also to provide the means by which | could move beyond the traditional focus
on them as sites of personal support and therapeutic benefit to individual
members. Such emotionally grounded activities seemed at that stage to lack
relevance to the broader questions about structural autonomy, ideology and
political activity with which | was concerned. Working with the groups in

person and gradually becoming acquainted with the data however took me on
routes than | had not planned for, leading me back into areas | had not
originally seen as important, and to a very different understanding - of both
theory and groups than | had foreseen at the outset: The journey of my PhD

is aptly captured in TS Eliot’s famous lines
We shall not cease from exploration
And the end of all our exploring
Will be to arrive where we started

And know the place for the first time

Overview of research aims.

My preliminary appraisal of the self-help literature indicated that the view of
self-help group members as drivers of democratic activity in the public sphere,
whilst commonly held, was under-developed theoretically and lacked the
support of adequate empirical data. The overall aim of the thesis is therefore to
address this deficit and in doing so to gain a more thorough understanding of
any civic role that self-help groups might perform as well as of the types of

factor, both within and beyond the groups, that encourage or impede this role.



Rather than attempting to create a theoretical framework from scratch, the
thesis utilises the existing work of Jurgen Habermas. His concepts of
communicative action and the public sphere (1984, 1987, 1989) are used in
framing the research questions as well as informing the analysis of the findings
in order that a coherent civic model of self-help groups can be developed. By
analysing the groups in these terms the thesis aims also to contribute to broader
models of ‘health citizenship’ by providing the means to make comparisons

with other lay health organisations. At the same time the emergent data will be
used to reveal the adequacy of Habermas’ theoretical concepts as tools with

which to explain a real life social phenomenon.

The detailed research questions are given in the methodology section; however
the overarching issues that the thesis aims to address are as follows;

¢ To what extent and in what ways can we understand self-help groups as
drivers of democratic behaviour in the public sphere?
e In what ways are self-help groups similar to or distinct from other lay
health organisations in terms of their effects on active citizenship?
e How useful are Habermasian frameworks in accounting for the
phenomenon of self-help groups as civic actors?
In order to address these broad themes, | will ask questions in the following

areas,

e How does a group’s structure affect its ability to sustain democratic
discourse? How inclusive and egalitarian are the groups?

e What is the relationship between self-help groups and public services?
How autonomous are the groups?

e To what extent do groups foster individual autonomy and
empowerment?

e How far do groups contribute to community empowerment?

e What values underpin self-help groups and from where do these values
come?

e On what political ideologies are groups grounded, and what are the

effects of different political standpoints?



e What do groups talk about? According to what types of framework do

they conceptualise their health condition?

Structure of the thesis

Chapter 1 will examine the general self-help group literature in order to build a
picture of the self-help group phenomenon. This will provide a context for the
subsequent theoretical and empirical analysis. | shall begin with a brief account
of the difficulties inherent in defining self-help groups and the approach to this
issue taken in the current study. | then provide an overview of self-help groups
in terms of their social origins, purpose and perceived benefits as well as what

is known about who uses them.

Chapter 2 introduces the theoretical framework that will guide the analysis of
the self-help groups. Prior to this | will outline the existing approaches that
have been followed with a particular emphasis on the minority of studies that
conceptualises groups from broad community perspectives. These include
ideas about self-help groups as part of the third sector; as normative
communities and as parts of social capital networks. | shall also briefly
consider the roles attributed to self-help groups within voluntary sector and
sociological literature. In addition this chapter will provide an outline of the
growing field of literature that I refer to as ‘health citizenship’. This entails

various strands of theory that attempt to account for the growing political and
academic tendency to see health behaviours as a means of sustaining
democracy. | will consider how far these models intend and are able to explain
the specific role of self-help groups and will suggest that Habermasian ideas
about communicative action may provide a means through which to

incorporate self-help groups more fully within them.

The remainder of the chapter will provide an explanation of those aspects of
Habermas’ work that relate to the current analysis. These will include the

concepts of system and lifeworld, the contrast between strategic and
communicative action and the requirements of rational, unconstrained

communication. These ideas will be illustrated by reference to the existing



self-help group literature in order to ask hgmups’ structure, ethos and
purpose may either encourage or impede their democratising effects. The
theory will also be used to draw out the ways in which current health and
social care policy agendas might affect $elip groups’ civic role.

Chapter 3 provides a discussion of the theoretical basis of the methodological
approach. It includes an outline of the methodological and sampling strategy,
research instruments and approach to data analysis and considers their
advantages and drawbacks. The ethical issues are also discussed as well the

limitations of the study.

The findings are presented in Chapters 4 to 8. The first four are concerned with
the substantive purpose and activities of the groups, namely their role in
providing support and sharing information both within and beyond the group.
The last chapter describes the ways in which the groups are structured, the
reasons why they had adopted their particular structure and the effects of how
they were organised. This section places particular emphasis on the differences
in the roles and status of leaders and regular members. It discusses who
participates in group tasks and in the various types of decision that are made by

groups.

Throughout all the findings sections the data will be used as a means of
highlighting the ethos, ideologies and values on which the groups are grounded

as well as indicating the nature of their relationship to public service providers.

Chapter 9 includes the Discussion and Conclusions. It draws together the data
from the findings that are most relevant to the conceptualisation of self-help
groups as democratising agents in the public sphere. The discussion section is
divided into two parts. The first offers an explanation of the processes through
which self-help groups act as creators of personal and collective identity and
examines the effects of this identity formation on communications in the
lifeworld and discourse in the public sphere. It considers how the use of
collective identity as a conceptual tool allows self-help groups to be
differentiated from other health citizenship organisations. The second part is
concerned with the communicative role that self-help groups play at the

boundary between the system and lifeworld. It examines the ways in which the
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groups use knowledge from different sources and belonging to different
conceptual frameworks in order to pursue their own goals. It considers the
extent to which this gives rise to an integrative link between system and
lifeworld, and thus adds to the complexity and quality of discourse in the

public sphere as well as to the likelihood of attaining social consensus. The
chapter ends with conclusions and reflections on the strengths and limits of the

thesis.



1 Background to the study of self-help groups

1.1 Introduction to the literature

Searching the self-help literature in a systematic way presents a number of
difficulties. Firstly, self-help research is still relatively new and undeveloped
and, as Borkman (1999) states, it is not situated within a broader,
contextualising body of knowledge that would give a coherent basis from
which to develop further study or new approaches to the topic. Research
conducted on self-help groups is spread across a number of disciplines such as
psychology, organisational theory, nursing and sociology; and, with the
exception of the International Journal of Self-Help and Self-Care, whose
output of publications has been erratic in recent years, it does not have its own
dedicated journals. The lack of specificity of the tésatf-help’ is such that

general searches reveal 1000’s of entries most of which are not relevant.

Furthermore the lack of UK literature has meant that researchers have been
drawn into reliance on international studies when conceptualising self-help
groups. Whilst these studies are undoubtedly valuable and provide much
insight into all self-help groups, care has to be taken in applying their
conclusions in different national contexts. Self-help is believed to evolve into
unique forms in response to the political economy, and particularly the
attitudes towards welfare provision, of the country in which it is based
(Karlsson, Jeppsson, Grassman, Hansson 2002) and thus the ability to make

generalisations across national boundaries will be limited.

The disparate location of the literature meant that it was necessary to take a
broadly incremental approach to its review. This entailed following up what
appeared to be the most relevant references cited by the main authorities.
Furthermore, as some of the research questions in which | was interested
pertained to aspects of self-help groups that had received very little attention
and a theoretical framework that had not been commonly used in their analysis

it was important to maintain a very broad approach in order to glean material

7



from studies which were not directly concerned with the questions | was
asking, but which nonetheless contained information that was relevant to the

formulation and development of my research strategy.

1.2 Defining self-help groups

In view of their proliferation over recent years and their “staggering” diversity

of form and function (Borkman 1999, Munn-Giddings 2003 p19) it is perhaps
unsurprising that defining self-help groups has tended to be the subject of
disagreement resulting in a lack of clarity over what is included within this
term. Despite the importance of attaining conceptual clarity, limitatbns

space mean that only a brief overview of the main definitional arguments will
be provided in this chapter. The issue will however arise at various points with
respect to the task of differentiating self-help groups from other types of health

citizenship organisation.

As may be expected with any social phenomenon, but particularly with one
that tends to arise spontaneously rather than through official or bureaucratic
planning, there are extensive grey areas surrounding the concept of a self-help
group. This is compounded by the different terminology used within various
national contexts. For example US literature tends to use mutual aid or peer
support instead of self-help and in the UK groups will frequently refer to
themselves in alternative ways such as “community” or “support groups”

(Seebohm, Munn-Giddings, Brewer 2010, ESTEEM 2011 p20).

The difficulties in ascertaining accurate boundaries between self-help groups
and associations with which they share numerous characteristics, such as
service-user groups, are amplified because self-help groups frequently have
numerous, concurrent aims and functions (Wilson 1994, Munn-Giddings &
McVicar 2006). Indeed different members of the same group may point to
different roles as being the group’s primary purpose (Radin 2006). And many
groups exist in a state of on-going evolution, gradually morphing into, for
example, service-user organisations or social movements (Borkman & Munn-

Giddings 2008). Indeed the boundary between self-help groups and social

8



movements is one around which there is a particular blurring, with some
authors using the terms interchangeably (Kelleher 2001, Chamak 2008,
Troman 2008) whilst others differentiate them according to a range of criteria
(Kelleher 2001, Brown, Zavestoski, McCormick, Mayer, Morello-Frosch,
Gasior-Altman 2004). Paradoxically the very flexibility and subjectivity
which makes self-help groups so hard to define, may itself be one of their

central characteristics.

The precise meaning of the term self-help group is made more difficult to
capture because it is itself in a constant state of evolution. This is thasba

the fact that over recent yeardfSéelp Nottingham’s own definition has

developed from one in which groups were unequivocally “run by and for the
members” (2000) to one in which today “some [self-help groups] are run or
facilitated by health and social care professionals” (SHN Toolkit 2011).

Similarly social and technological changes such as the proliferation of the
internet and the emergence of social media (Seebohm et al 2010) have also
added to the complexity of defining these groups. Despite these challenges
though it is possible to discern some core characteristics that have generally

been agreed upon as key to any definition of a self-help group. These are;

. Membership of the group is voluntary

. Group is self-organising

. Group addresses a shared experience or problem

. Group members provide mutual support

. The control and ownership of the group rests with the members
. The structure is informal and non-hierarchical

(Wilson 1994, Elsdon et al 2000, Steinke 2000, Munn-Giddings 2003,
Borkman 2010).

For some authors, certain core elements are deemed essential, for example
Levy (1976) states that true self-help groups must have an express primary
purpose of providing support. However care must be taken in asserting such

prescriptive criteria. Self-help groups frequently arise spontaneously and

9



develop informally along unplanned paths, therefore according to Levy’s rules

this would exclude those groups that have evolved into primarily supporting
groups, but which nonetheless have never articulated this expressly. Indeed the
informality that many authors see as a central feature of these groups means
that establishing their primary purpose can be a difficult task. Many groups
have a number of concurrent aims (Gray et al 1997, Adamsen & Rasmussen
2001) such as education, dissemination of information and campaigning in
addition to their supporting role. And, as Geay!/’s study exemplifies,

different group members may prioritise very different aspects of the group at
different times. This subjectivity in how members’ perceive the role and value

of the group may itself be an important feature of self-help groups, to which,

too rigid a definition appears ill-suited.

The approach taken in the current thesis was therefore not to consider any of
these core characteristics as crucial in itself but to conceive of them

collectively as a bundle of attributes and ask whether groups possessed enough
of them and to a great enough degree, to counteract the absence or less
extensive possession of others. Having said this the existence of sometelemen
of member control, even if it is merely de facto, arising, for example, through
the particular, sympathetic character of a professional, who, despite nominal
authority allows the group to steer its own course, does stand out as a
particularly vital characteristic. The absence of this feature may therefore

demand very special circumstances for a group to be classed as self-help.

1.3 Origins, scope and purpose of self-help groups

Self-help groups aim to address virtually every conceivable health condition or
social situation (Jacobs & Goodman 1989, Madara 2008). The most common
categories include; physical illness, mental health issues, disabilitytiaddic
carers and social issues such as parenting, bereavement or divorce (Wilson
1994, Elsdon et al 2000, Chaudhary, Avis, Munn-Giddings 2010). Within

these categories groups may be concerned with very common or extremely rare

10



illnesses and situations; they may or may not be specifically for those with a

medical diagnosis or for sufferers at particular stages of illness or recovery.

Several difficulties are inherent in discussing $elf groups’ purpose and
benefits. Firstly, it can be hard to elicit the objectives of those groups that have
no formally articulated aims. And for those groups with formal, written
objectives there is the problem of frequently significant disparity between the
official group purpose and the aims as perceived by individual members
(Elsdon et al 2000), which themselves may be widely divergent (Gray et al
1997, Radin 2006). In addition, benefits that are cited as arising from
participating in the group may appear to come about as a result and hence
provide evidence of a group’s purpose. In fact however they may be by-

products of processes that are ancillary to the primary reasons for the group’s
existence, for example, the personal skills and empowerment derived from

contributing to the organisation of the group.

Having said this, people obviously instigate and join self-help groups for a
reason, with the aim and intention of achieving something through it. And the
prevalence of self-help groups and their frequent longevity (Chaudhary et al
2010) suggests that they are fulfilling objectives and producing the types of
benefit that members expect from them. The personal gains for individual
members provide a common focus within existing empirical studies, which
have tended to emphasise the therapeutic effects of participation. However the
current study is not primarily concerned with this aspect of groups except
insofar as it produces repercussions within the broader community or on the
evolution of the groups’ structure, philosophy and perception of its locus in

relation to public services. This section will therefore only provide an

overview of the purpose and benefits of self-help groups.

In trying to ascertain selfelp groups’ aims it is often necessary to make

inferences based on the reported outcome of groups as these are far more
frequently discussed and are more extensively grounded in empirical data than
questions regarding groups’ purpose. Little UK evidence exists about founder
members’ motivation and aspirations upon instigating self-help groups (Munn-

Giddings & McVicar 2006). This has contributed to the tendency to rely on
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presumptions grounded in more structural social theories in order to explain
the reason for the growth of self-help groups. A common contention is that
such groups arise in order to provide a sense of community in response to the
erosion and disintegration of traditional social systems (Damen, Van Hove,
Mortelmans 2000, Adamsen & Rasmussen 2001, Hatzidimitritriadou 2002,
Katz 2003-4) such as religion or the extended family; However there is
evidence that self-help group founders and organisers are frequently active
participants in other types of voluntary and social association (Munn-Giddings
& McVicar 2006), suggesting the existence of persistent and strong, rather
than eroding, social ties. This of course is illustrative of the difficulties
involved in trying to unpick the aims and objectives of a complex social
phenomenon and the fact that the purpose for something such as a self-help
group rarely exists on only one level (Maton, Leventhal, Madara, Julien 1989,
Melucci 1989). Group founders may indeed themselves have extensive social
networks, but this does not necessarily tell us anything about networks at the

level of the broader community or the group founders’ beliefs about them.

Academic studies also frequently suggest that dissatisfaction with atndstis

of expert, professional services motivates many self-help groups (Kush-
Goldberg 1979, Katz 2003-4, Baldacchino & Hussein Rassool 2006). However
again this is not necessarily borne out by evidence that suggests frequent and
growing alliances between self-help groups and public providers (Adamsen &
Rasmussen 2001, Ben-Ari 2002). This kind of ambiguity is fairly typical of
much of the literature that attempts to account at a broad social level for the
existence of self-help groups. Groups are said to arise as a response to
pervasive feelings of powerlessness and lack of control (Jason 1985, Katz
2003-4), yet are seen as a function of discourses of empowerment (Wann 1992,
Dickerson 1998); they are sometimes seen as addressing a general loss of
choice (Katz 2003-4) but at the same time as part of the consumer choice
movement (Dickerson 1998, Hatzidimitritriadou 2002); they are supposedly a
medium for promoting the idea of seltesponsibility (Borkman 1999,
Baldacchino & Hussein Rassool 2006) but are sometimes regarded as a key
driver of medicalizatiorand ‘victim’ status (Conrad 1974, Elsdon et al 2000,

Barker 2002); they are believed to arise as an outlet for the type of public
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disclosure typical of a ‘talk show’ media culture (Jacobs & Goodman 1989)

but also to act as a foil to this type of inauthentic “post-emotionalism”

(Borman 1999 p58, Kelleher 2001); and they are said to grow from the demise
of religion (Katz 2003-4, Baldacchino & Hussein Rassool 2006) and yet
evidence suggests that religious activity is a strong predictor of participation in

voluntary associations (Davis-Smith & Hedley 1992).

This does not mean of course that broad structural or ideological factors play
no part in the creation of self-help groups, but rather that care must be taken to
ensure that presumptions about the reasons for the establishment of self-help
groups are not simply perpetuated uncritically. These divergent views of why
self-help groups arise also serve as a reminder of their diversity and the fact
that researchers approaching different types of group from a range of academic
fields and from various national contexts may come to very different

conclusions about the reasons for their proliferation.

At a more tangible, individual level the objectives of self-help groups have
been collated loosely into two categories; instrumental and expressive. In self-
help literature this is usually conceptualised in terms of inner-focused and
outer-focused groups (Rootes & Aanes 1992, Borkman 1999, Adamsen &
Ras