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ABSTRACT KEYWORDS

The aim of this article is to map the field of Swedish mental health service Mental health; service user
user organisations (MHSUOs) with a focus on organisational characteristics, organisation; hybridisation;
positions and relationships. This mapping enables us to discuss these experiential knowledge
organisations’ repertoires of contention and their connections to govern-

mental actors. Annual reports, organisational by-laws, and financial reports

were collected for each of the 12 MHSUOs and the two network organisa-

tions that were included in the study. The empirical material was analysed

according to the organisations’ size, activities, target groups, relationships

and main knowledge base. Developments towards professionalization and

hybridisation are evident within the field, and repertoires of contention are

focused on advocacy and educational activities, with organisations provid-

ing experiential knowledge as a service to external actors. We further

discuss how close ties to governmental actors and a consensus-oriented

approach is related to risks of failure in recognising the conflicts that social

mobilisation presupposes. It is crucial to strengthen MHSUOs indepen-

dence, financial and otherwise, in order for these organisations to remain

responsive to demands from the collective of service users.

Abbreviations: Mental Health Service User Organisation (MHSUO)

Introduction

Mental health service user organisations (MHSUOs) are non-profit organisations where the
financial and administrative control resides with members that are predominantly service users
or — occasionally - their relatives. These organisations vary with regard to organisational char-
acteristics, but many of them are engaged in advocacy and provide member support through
social activities or self-help groups. MHSUOs are today central actors both for developing the
quality of and democratizing welfare services and supports. They operate in the interface of
voluntary and professional social work, based on volunteer engagements but with professional
claims (Meeuwisse and Sunesson 1998). This study offers both an empirical and a conceptual
contribution by mapping the current state of MHSUOs in Sweden. Drawing from internal
organisational documents, this article examines the organisational characteristics, positions, and
relationships of Swedish MHSUOs. These different dimensions are explored building from Zald
and McCarthy’s (1994b) discussion of mobilisation of resources within fields of social movement
organisations, but also from the concept ‘repertoires of contention’(Tilly 1993), that describe
social movement actors’ protest methods and actions. Prior studies have mapped the research
literature on MHSUOs (Nislund, Markstrom, and Sjostrom 2017) and have looked at MHSUOs
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in other national contexts such as the USA (Tanenbaum 2012; Goldstrom et al. 2006) and the UK
(Crossley 2006). Through its focus on MHSUOs operating in the Swedish welfare context, this
study contributes to furthering the understanding of the organisations’ relationships with govern-
mental actors as well as the internal dynamics within the field.

Developments of service user movements

The first expressions of service user mobilisation consisted of informal peer-support networks, and
these mainly focused on providing individual support rather than engaging in political contextualisa-
tion of the service user experience (Brown et al. 2008). From the 1960s onwards, service user
movements that focused on civil rights and political advocacy emerged throughout the Western
world (Tomes 2006; Brown et al. 2008; Crossley 2006). These movements formulated a radical
opposition to psychiatry, partly directed at what was viewed as the oppressive environment of the
mental hospital, but also the prevailing scientific foundations for psychiatric services and for concepts
of psychiatric disease. In the 1980s, many organisations active in these movements shifted their focus
towards a more collaborative approach to mental health service systems. During the last few decades,
a significant growth in family organisations has been visible, often marked by closer collaboration with
mental health services and in some instances also the private sector (Tomes 2006; Crossley 2006).

The establishment of MHSUOs in Sweden was formed within a domestic tradition of popular
mass movements (Markstrom and Karlsson 2013). The Swedish National Association for Social
and Mental Health (RSMH), founded in 1967, was for many years the dominant MHSUO in
Sweden. Throughout its development, RSMH has combined political campaigns with support to
members, and since the 1990s it has played an active role in government commissions of inquiry
and national projects within the mental health field (Markstrom and Karlsson 2013). During the
past few decades, Swedish MHSUOs have become more diversified, which is in line with inter-
national developments. New organisations have been established, often attending to specific
psychiatric diagnoses (Markstrom and Karlsson 2013). In 2007, National Partnership for Mental
Health (NSPH) was established to create a network for the increasing number of service user and
family organisations (Nordén 2008; SOU 2006, 100).

The Scandinavian welfare model is characterised by a strong public sector, and Swedish
MHSUOs have therefore been viewed as a minor supplement to public sector services.
However, the introduction of market systems in Sweden has contributed to a move towards
welfare pluralism with an increase of private and third-sector involvement in service provision
(Markstrom and Karlsson 2013; Wijkstrom and Zimmer 2011). Practices central to service user
movements such as experiential knowledge, recovery, and service user influence have furthermore
been increasingly integrated into the Swedish mental health service system (Markstrom and
Lindqvist 2015; Eriksson 2016; Karlsson 2011). This has made relationships between MHSUOs
and public sector actors increasingly complex, where organisations can simultaneously assume the
role of partners with, and opponents to, the mental health service system (Naslund, Markstrom,
and Sjostrom 2017). In light of the diversification of Swedish MHSUOs, as well as substantial
changes to the mental health service system, it seems pertinent to examine the current state of the
organisational field. Our aim is to map the field of MHSUOs according to organisational
characteristics, positions and relationships. This mapping enables us to discuss these organisa-
tions’ repertoires of contention and their connections to governmental actors.

Theoretical framework

In analysing organisational characteristics, positions and relationships of Swedish MHSUOs, our
point of departure is Zald and McCarthy’s (1994b) conceptualisation of fields of social movement
organisations (SMOs). Zald and McCarthy (1994b) define social movements as a flux of collective
beliefs in some part of society, conveying a demand for social change or opposing change.
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Specifically, they focus on SMOs, arguing that these organisations are needed in order to transform
demands into organised action. A multitude of SMOs has formed as a result of social movement
demands, and the interaction and competition between these organisations for legitimacy, resources,
and support is central to Zald and McCarthy’s theory (Crossley 2006; Zald and McCarthy 1994a). In
accordance with Crossley (2006), we do not view maximising resources as the main motivational
source for SMO action. Resources are, however, central to organisational development and survival
and are therefore important for our analysis. Field analysis further enables the examination of how
conflict and competition forms a field, but also of how it is shaped by cooperative relationships
between different actors (Brown et al. 2010; Zald and McCarthy 1994a).

McCarthy and Zald (1977) emphasise the mobilisation of resources within SMOs, the dependen-
cies on support from external actors, and the attempts from authorities to regulate and incorporate
these organisations. Through this, they especially focus on the ability of organisations to gain the
power and resources needed in order to attain their goals (Zald and McCarthy 1994b). The resources
that organisations compete for can consist of symbolic support, in the form of recognition from
adherents, as well as financial or other forms of material support from constituents and funders. The
interaction between SMOs and their environment is shaped by supply and demand, where external
actors have demands for particular expressions. By convincingly communicating problems and
solutions to external actors, organisations can also create demand. SMOs that survive and thrive in
this competition thus demonstrate that their target and activities align with the interests of their
constituents (McCarthy and Zald 1977; Crossley 2006). As the field develops and diversifies, the
organisations that are most successful in meeting demands in areas that are connected to resource
flows are the most likely to prosper (Crossley 2006; Zald and McCarthy 1994b).

Repertoires of contention

Social and political contexts provide an infrastructure for SMO activity where, for instance, access
to institutional spaces are important in defining organisational tactics (McCarthy and Zald 1977).
The political and institutional logics that underlie health care systems in a particular context are
thus imperative in relation to the social movement activities that occur. Tilly (1993) contends that
the ‘repertoires of contention’ of social movements are connected to the specific history of protest
in a given environment. Repertoires of contention are the specific methods and actions that social
movement actors engage in for their struggle. The selection of repertoire is to some extent shaped
by surrounding institutions, available repertoires, and arenas. Success in delivering activities that
answer to external demands is also connected to internal resources (Crossley 2002). The political
position of SMOs further shapes their tactics, for example, with regards to radical versus reformist
styles of protest (Crossley 2002). In this study we are concerned with the developments of Swedish
MHSUO:s in relation to organisational characteristics, positions and relationships. Accordingly,
interaction and competition within the field, as well as the repertoire selection of organisations, is
fundamental for this study.

Methods

In order to map organisational characteristics, positions and relationships of organisations within
the field, we have collected internal documents from 12 Swedish MHSUOs represented at the
national level and two national network organisations.

Data collection

Our selection of MHSUOs was based on the inclusion criteria: (1) a formal non-profit organisation,
(2) represented at national level, (3) within the field of mental health, (4) with over 100 members, (5)
explicitly targeting people with experience of mental health problems as members in by-laws. We
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have applied a broad definition of mental health, but have excluded organisations where people with
dementia and intellectual disabilities constitute the main target groups. The limit of 100 members,
that excludes micro-organisations with only a couple of members, was chosen to make the selection
manageable. In our deliberations on how to delimit the field, our ambition was to include ‘we-for-us’
organisations run by, rather than for, service users (Meeuwisse and Sunesson 1998). So called
‘settlement’ or ‘we-for-them’ organisations (Meeuwisse and Sunesson 1998) such as Fountain
House, initiated by professionals, while based on ideals of social change and emphasis on the
importance of involving service users, were thus excluded. Key informants from MHSUOs and
government authorities were conferred with when surveying the field.

In the end, a total of 12 organisations met the inclusion criteria (see Table 2 for information
about their size and focus). Data were also collected from the national umbrella organisation
NSPH and the organisation Hjarnkoll, which is run by the member organisations of NSPH. These
network organisations, with organisations rather than individuals as members, are separately
described in Table 1. Of the 12 included MHSUOs, eight were NSPH members, and one
organisation (SHEDO) was an associated member. Four member organisations of NSPH were
not included in the study because they did not explicitly target people with lived experience in
their by-laws. Based on an initial pilot study, we designed a data matrix that guided further data
collection and analysis. The 2015 annual reports, the organisational by-laws, and financial reports
from each organisation were collected through contact via e-mail or phone. Complementary
information was collected from The National Board of Health and Welfare. As public documents
at the national level constitute the empirical foundation of the analysis, the organisations have not
been anonymized. However, no information that can be connected to individual members was
included in the presentation of the analysis. The study has been approved by the regional ethical
review board in Umeé: 2016/121-31.

It should be noted that the included material is not a complete account of the activities that
MHSUOs are involved in. Our data covers documents from 2015 and thus represent a limited
period of time and only activities that the organisations have chosen to communicate to the
public. Data concerning total income and number of employees should be interpreted with some
caution since these numbers can fluctuate over time and in relation to externally funded projects.
Additional methods of data collection could have further contributed to the empirical overview of
the field. However, studying naturally occurring written documents does provide important
insights into the activities, targets, and structures of third-sector organisations (Scaramuzzino
2012). The included documents account for current activities at the national level, but also more
durable focus areas of organisations for instance in explicit goals.

Table 1. Network organisations, with information about focus and organisational size.

Employees at Total
central office/  income
Year Local asso- on national (Thousand
Organisation established Focus Members ciations projects Euros)
National 2007 Umbrella organisation for 13 organisations 20 regional 9 810
Partnership Swedish MHSUOs networks
for Mental
Health
(NSPH)
Nationell
samverkan
for psykisk
hélsa
Hjarnkoll 2015 Informational and attitude- 13 organisations 11 regional 10 1,076
changing activities run by
the member

organisations of NSPH
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Data analysis

The analysis oscillated between a deductive and inductive approach, where both the initial
research questions and the available information informed the construction of the data matrix.
The data matrix was divided into six main parts that respectively described the organisations’ size,
activities, target group, explicit goals, relationships to other actors, and main knowledge base.
These different dimensions match our ambition to map the field according to organisational
characteristics, positions and relationships, and further lay the foundation for our discussion of
repertoires of contention. The analysis of knowledge was more interpretive and proceeded from
the basis of knowledge that the organisations’ activities rest upon. Directed content analysis
(Hsieh and Shannon 2005) was applied to examine organisational documents in relation to the
categories of experiential, professional, and research-based knowledge. These categories were
derived from the three dimensions of evidence-based practice described by Thyer and Pignotti
(2011). Triangulation, through discussion of the analysis in the research group, was used as
a strategy to strengthen validity. Examples illustrating our analysis are presented in the results
section. The size of the included organisations is reported in Table 1 (for the two national network
organisations) and in Table 2 (for the 12 MHSUOs). Table 3-4 show aggregate information about
organisational characteristics. All information in Table 3-4 is based on frequency counts. After
this empirical overview, a theory-guided analysis is performed in the discussion section.

Results

In this section, we report the size and focus of the two network organisations (Table 1) and the 12
MHSUOs (Table 2). Following this, the target group, explicit goals, activities, relationships and
knowledge base of the 12 MHSUOs are described, enabling our analysis of organisational
characteristics, positions and relationships within the field.

NSPH, initially a network later reformed into a national umbrella organisation, was founded in
2007 to create a platform for increased cooperation between service user groups. Service user
organisations had been discussing the need for a shared forum to strengthen their joint influence.
The establishment of NSPH was also a response to external demands from the government’s
coordinator for psychiatry who requested a collaboration partner that represented the breadth of
service user groups (Nordén 2008; SOU 2006, 100). Accordingly, NSPH is funded by government
grants. Of the 12 organisations in our study, The Autism and Asperger Association, OA and the
most recently established MHSUO, Tilia, are the only ones that are not members of NSPH.
Swedish MHSUOs thus have a well-established arena for inter-organisational collaboration. As of
2015, NSPH had established 20 regional networks, see Table 1. Its main repertoire of contention
regards advocacy, with a shared advocacy program formulated by the member organisations.

Hjarnkoll was originally a project aiming to change public attitudes towards mental health,
inspired by the British campaign Time to Change, and run by the Swedish Agency for
Participation in cooperation with NSPH (Andersson 2014). The name ‘Hjiarnkoll’ is a wordplay
with the twofold meaning of ‘brain-understanding’ and ‘complete understanding’. In 2015, the
project was reformed into an association run by the member organisations of NSPH, but it is still
mainly financed by the government. The main focus of Hjiarnkoll is anti-stigma educational
activities and media campaigns fronted by people with experience of mental ill-health sharing
their individual narratives (Andersson 2014).

Since the 1960s, Swedish MHSUOs have grown in numbers while also diversifying towards
diagnosis-specific organisations. As Table 2 shows, The Autism and Asperger Association and The
National Association Attention are the two organisations that have been the most successful in
attracting constituents, both having around 15,500 members. These organisations focus on neurop-
sychiatric disabilities, are to a great extent dominated by parents and relatives and have outgrown
RSMH, the historically largest MHSUO in Sweden. Five organisations have fewer than 1,000
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Table 2. MHSUOs ordered by membership size, with information about focus and organisational size.

Employees at Total
central office/  income
Year on national  (Thousand
Organisation established Focus Members Local associations projects Euros)
The Autism and Asperger 1973 Autism-spectrum 15,565 24 district, 3 local 10 1,383
Association disorders
Autism- och
Aspergerforbundet
National Association 2000 Neuropsychiatric 15,553 57 (2 regional) 18 3,345
Attention disabilities
Riksforbundet Attention
Swedish National 1967 Social and mental 7,353 122 19 1,647
Association for Social health
and Mental Health problems
(RSMH)
Riksforbundet for Social
och Mental Halsa
The National Schizophrenia 1987 Psychosis 3,015 47 4 616
Association disorders
Schizofreniférbundet
Healthy & Free 20032 Eating disorders 2,670 20 10 575
Frisk & Fri
Swedish National OCD- 1989 OCD disorders 1,961 9 (2 regional) 4 481
Association
Svenska OCD-férbundet
Swedish National 1965 Addiction, mental 1,460 26 9 380
Association for Rights, health
Emancipation, Health problems, and
and Equal Treatment social
(RFHL) vulnerability
Rattigheter, Frigorelse,
Hélsa och Likabehandling
Anxiety Disorders 1992 Anxiety disorders 884° 12 2 107
Association of Sweden
(SAsS)
Svenska
Angestsyndromsillskapet
National Association 1997 Affective 852 12 3 191
Balance disorders
Riksforbundet Balans
Tilia 2012 Mental health for 400 4 1 77
youth
12-30 years
old
Self Harm and Eating 2008 Self-harm and 230 24 local 4 221
Disorders Organisation eating representatives
(SHEDO) disorders
Organised Aspergers (OA) 2006 Asperger 208 6 district 8 2
Organiserade Aspergare syndrome and
high
functioning
autism

members. The field is thus divided with regard to membership size, with three large and five
relatively small organisations. With 122 local associations, RSMH has the most widespread local
presence, whereas some organisations, such as Tilia, mainly focus on activities at the national level.

Table 2 further illustrates that The National Association Attention has the largest total income
(3,345,000 EUR) followed by RSMH (1,647,000 EUR) and The Autism and Asperger Association
(1,383,000 EUR). The financial reports reflect strong dependency on the government, where
public grants constitute the main source of funding for all MHSUOs except Tilia and OA.
Publicly funded projects further constitute a major source of income for MHSUOs and represent



NORDIC SOCIAL WORK RESEARCH e 375

Table 3. Target group and explicit goals.

Number of organisations (N = 12)

Target group People with lived experience 12
Relatives 8

Others 2

By diagnostic group 9

Other criteria 3

Explicit goals Broader issues Protection of social and civil rights 6
Preventative interventions 3

Adaptation of the labour market 2

Adaptation of the school system 1

Fair and secure social insurance 1

Service issues Quality of services 7

Accessibility of services 3

Member support Provide support to service users 7

Provide support to relatives 5

Provide social contact for members 2

Knowledge Spread knowledge to the public 8

Increase research and knowledge 3

Participatory relationships Service user involvement and participation 6

Networks for organisations 4

Cooperation with authorities 2

Table 4. Organisational activities.

Number of organisa-
Activities tions (N = 12)

Education Internal education Lectures with members as the audience 7
activities activities Education programs for members 7
Study circles 2
External education Workshops/seminars/conferences/lectures 1
activities Production of educational material
Information campaigns
External education programs
Research collaborations
Surveys/data collection
Tutoring assignments
Social activities Member camps
Field trips
Self-help/Peer Online support (chat/forum)
support Telephone support
Individual support/self-help groups
Advocacy Popular Taking part in public debate
activities Rights protection/individual advocacy
Participation in/organising goal-oriented events
Reoccurring and goal-oriented campaigns
Invited Service-user involvement in relation to government
departments and public authorities
Statements of opinion, petitions

—
_NWDAONDDOOTWULIN A UVTOO KO

—_

=)}

one important way that demand from external actors can shape organisational focus and
activities. In aggregate,’ public grants constitute 48% of the organisations’ total income while
26% emerges from publicly funded projects. Additional sources of income are sales of products
and services (14%), membership fees (5%), donations (4%), and sponsorships (2%). The strong
financial dependence of the public sector that characterise Swedish service user organisations in
the wider disability field (Myndigheten for véardanalys 2015) is even more pronounced for
organisations in the mental health area.
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Target group and explicit goals

As illustrated by Table 3, all organisations explicitly target service users as members, but few
organisations within the field are service-user exclusive. OA is the only organisation where voting
membership is only available for people with lived experience. Many MHSUOs target relatives as
members (n = 8), and The National Schizophrenia Association and National Association
Attention also include professionals in their target group. Nine of the included organisations
are diagnosis specific (see Table 2) and these organisations have grown in numbers since the
1980s. Only three organisations deviate from this pattern and have broader definitions of their
target group. These are the earliest established MHSUOs - RSMH and RFHL - as well as Tilia, an
organisation founded in 2012 that is focused on mental health for youth.

The analysis of explicit goals proceeds from purpose statements in the organisations’ by-laws.
Many organisations include aims and objectives that are ‘psychiatry-specific’ and are focused on
improving the quality of (n = 7) or access to (n = 3) mental health services and supports (see Table
3). Several organisations state goals to provide internal support to members, including both
service users (n = 7) and relatives (n = 5). Among objectives that are focused on broader social
issues, the most common aim is to reduce stigma and increase public knowledge of mental health
(n = 8). Furthermore, six organisations describe the target of protecting and strengthening the
social and civil rights of service users. A reformist style of contestation further characterises the
field, where many organisations state aims to develop relationships to governmental actors.

Activities

The stated target of many MHSUOs, to spread knowledge to the public, is also reflected in their
reported activities, see Table 4 for an overview. Repertoires of contention focused on knowledge
production and dissemination is an increasingly strong focus within the field. For example, all the
three largest MHSUOs have founded educational companies. Many organisations have developed
or participate in educational programs for members, employers, and mental health professionals.
In partnership with NSPH, RSMH runs a project focused on educating people with service user
experience to perform user-focused monitoring. Some organisations are involved in activities
relating to data collection, both independently (n = 4) and in collaboration with researchers
(n = 5). The National Association Attention report several such activities, including a survey
focused on working-life experiences of people with ADHD.

In Sweden, public service user involvement has long been a core activity in psychiatric
contention, and is also the most commonly reported activity. Table 4 illustrates that 11
MHSUOs are involved in participatory activities in relation to government departments or
projects within the mental health area. Taking part in public debate (n = 9) is the most common
form of advocacy not connected to public sector actors and is often enacted through opinion
pieces in traditional media outlets. Mainly the smaller organisations select repertoires that involve
member support at the national level. Larger organisations have a more distinct division of labour,
where local branches have a stronger emphasis on member support. Similarly, Markstréom and
Karlsson (2013) found a strong focus on social activities and peer-oriented activities in the local
associations of RSMH.

Relationships to other actors

The majority of Swedish MHSUOs have developed relationships to other actors both within
and beyond the field. All collaborate with public sector actors, for instance, by participating in
reference groups with government agencies. Being a collaboration partner in publicly run
projects, as SHEDO contributing to a national project focused on self-harm, also exemplifies
such relationships. As touched on previously, NSPH is a primary forum for cooperative
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relationships within the field. In fact, inter-organisational cooperation not channelled through
NSPH is seldom described in the annual reports. All 12 organisations have, however, devel-
oped relationships with third-sector organisations that are not specifically operating in the
mental health field. Several organisations are members of The Swedish Disability Rights
Federation, which mobilises organisations in the wider disability field. Most organisations
have collaborative relationships with one or several adult educational associations (1 = 10),
reflecting the central importance of popular education in the history of protest and popular
mobilisation in Sweden.

Seven organisations mention collaboration with actors in the private sector. The National
Association Attention and Tilia are examples of MHSUOs that collaborate with large corporations
such as banks and insurance companies, but also private actors in the mental health area such as
welfare service-providing companies. Some organisations have connections to the pharmaceutical
industry. The National Schizophrenia Association has for instance reported considering the
possibility of initiating financial and advocacy-related cooperation with pharmaceutical
companies.

Knowledge base

With regard to the basis of knowledge that activities are described to rest upon, all MHSUOs in
some way draw upon experiential knowledge. RSMH for instance present how their organisation
‘creates unique knowledge based on the members’ experiences of how society and the service
system work for people with mental ill-health’. Experiential knowledge is apparent in relation to
peer support within organisations, but also as a perspective that is provided to other actors
through public service user involvement and through activities related to education.
Developments towards incorporating professional perspectives are, however, also visible within
the field. Five organisations are deemed to have integrated professional knowledge as a foundation
for their activities. For example, The National Association Attention has formed a knowledge
council made up of mental health professionals aimed at providing the organisation with profes-
sional expertise. Seven organisations also base their activities on research-based knowledge, for
instance, by advocating for the implementation of evidence-based methods. The educational
company of RSMH aims to provide ‘experience-based education, in our area of competence
that combines service user knowledge with current research’. In accordance with this, many
organisations present and apply expert and experiential perspectives as complementary rather
than in conflict with each other.

Discussion

Our analysis of organisational characteristics, positions and relationships of Swedish MHSUOs
shows that the field has become increasingly diversified. New organisations have arisen, many of
them diagnosis specific, contributing to a growth of organisational actors. However, the field also
displays tendencies of increased coherence. Almost all MHSUOs active at the national level
collaborate through NSPH, and their repertoires of contention have shifted focus towards
activities related to education and knowledge dissemination. Furthermore, our analysis of orga-
nisational documents illustrates strong dependency on, and collaboration with, public authorities.
In the following section, these developments and dynamics within the field will be further
explored with a specific focus on these organisations’ repertoires of contention and relationships
to governmental actors.
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A stronger voice or a diluted agenda?

NSPH creates structures and arenas for inter-organisational communication and cooperation
within the field. By supporting interactions among almost all MHSUOs active at the national
level, and by constituting a unified voice for these organisations in relation to government
authorities, NSPH has central significance for the dynamics within the field. As the field diver-
sifies, such spaces for collaboration become increasingly important. Coalitions of MHSUOs make
it possible for the organisations to coordinate activities while retaining separate organisational
identities (Zald and Garner 1994). NSPH was, however, originally established as a response to
demands from government authorities and is financed by public grants. In light of the strong ties
between the government and NSPH, its independence and ability to take positions opposing
government views requires closer inspection (cf. Van de Bovenkamp and Trappenburg 2011).

Crossley (2002) and Rissmiller and Rissmiller (2006) describe the diversified repertoires of
contention of service user movements in the UK and the USA, where some groups pursue their
objectives through institutional politics, whereas others assume an autonomous and oppositional
stance. Rather than the latter type of radical position, the repertoire selection of NSPH and
Swedish MHSUOs is focused on participation in spaces connected to government authorities.
This could potentially deprive organisations of resources and ability to engage in non-institutional
politics outside of bureaucratic structures. It could further risk diluting the critical edge of the
service user movement, through limiting the ability to function as a protest movement and
constitute a counterpart to government authorities (cf. Naslund, Markstrom, and Sjostrom
2017; Eriksson 2018; Bohm, Dinerstein, and Spicer 2010).

Resource flows influencing repertoires of contention

Even though voluntary engagements remain the basis of Swedish MHSUOs, they are marked by
processes of professionalization and hybridisation. The organisations have employed staff, some
have incorporated professional knowledge and established educational companies. Their reper-
toires of contention tend to combine advocacy with knowledge production and dissemination.
A similar shift from grassroots to more formal and professional formats has also been described in
other national contexts (Brown et al. 2007; Salem, Reischl, and Randall 2010, 2008; Ostrow and
Adams 2012). Internationally, professionalization and hybridisation processes have been con-
nected to the development of ‘social movement service organisations’ that combine provision of
care and support alternatives with advocacy (Meyer 2010). We argue that the specificities of the
Swedish welfare context, where the public sector remains the dominating provider of mental
health services, explains why these developmental processes take other paths. Public sector
demands are thus directed at MHSUOs supplying experiential knowledge rather than care and
support alternatives. The emphasis on knowledge dissemination can also be connected to the
historical importance of popular education for popular mass movements in Sweden (Laginder,
Nordvall, and Crowther 2013). This pattern highlights the significance of institutional environ-
ments, external demands and the history of protest for the repertoire selection of MHSUOs (cf. ;
McCarthy and Zald 1977; Tilly 1993).

Experiential knowledge constitutes a unique internal resource for MHSUOs, and such knowl-
edge has become higher valued in mental health service systems (Restall, Cooper, and Kaufert
2011; Noorani 2013). This contributes to demands from surrounding institutions for the provi-
sion of experiential knowledge as an educational service or in order to legitimise policy-making
processes. According to Zald and McCarthy (1994b), responding to these external demands
generates resources. Consequently, and as our analysis of organisational documents illustrates,
the three largest MHSUOs have formed educational companies and the recently established
organisation Hjarnkoll focus especially on providing experiential knowledge to external actors.
This revalorization of experiential knowledge supports the inclusion of the voices of people with
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lived experience, where the end-users of services are involved in shaping policy and services.
Public demand for experiential knowledge does, however, risk shifting the efforts of MHSUOs
from formulating service user groups demands for change, towards providing services based on
their experiential expertise (Meeuwisse and Sunesson 1998).

Experiential knowledge is in many Swedish MHSUOs combined with professional and
research-based perspectives, where the higher status of expert knowledge in the professional
field provides additional sources of organisational legitimacy. Historically, service user movements
have attempted to bring about change by challenging the hegemonic models of mental health
services (Tomes 2006). Currently, most MHSUOs within the field instead present these different
perspectives on knowledge as complementary. Health services should according to The National
Board of Health and Welfare incorporate knowledge from research, professional expertise and the
experiences of the patient/user in evidence-based practice. Hence, developments towards combin-
ing different basis of knowledge do not only represent a move on the part of MHSUOs but also of
actors representing the mental health service system. A paradox is, however, embedded in
MHSUOs requiring the financial support and legitimacy from the same system they could
potentially be contesting (Archibald 2010). Organisations tend to move towards imitation of
hegemonic institutions in order to be defined as legitimate actors (Meyer and Rowan 1977), which
risks limiting MHSUOSs’ ability to act as a counterweight to government authorities and to
maintain their autonomy in how they address mental health issues.

Conclusion

Developments of the Swedish mental health service system, including the growth of community
psychiatric services and the increased integration of service user involvement, has brought changes
in the approaches of MHSUOs. These organisations mainly assume a consensus-oriented approach
in relation to the mental health service system. This pattern, also visible in other national contexts
(Karlsson and Markstrom 2012), is reflected in how MHSUOs cooperate with service providers,
their dependency on government funding, and in how they increasingly embrace professional
perspectives on mental health. To some extent, this development is mirrored by changed positions
on part of authorities and service providers. However, autonomy requires a certain degree of
distance. Close financial and cooperative ties between MHSUOs and public sector actors, where
few organisations assume a radical contentious repertoire, could result in failure to recognise the
conflicts that social mobilisation presupposes (cf. Hultqvist and Salonen 2014).

Our attention to organisational characteristics, positions and relationships of MHSUOs,
through the lens of these organisations contentious repertoires and resource mobilisation, con-
tributes with insights into how demands from institutional environments are significant for
organisational development within the field. At its core, this study illustrates close financial and
cooperative ties to the government and a development towards providing experiential knowledge
as a ‘service’ to external actors. As a practical implication, our study highlights the importance of
developing models that strengthen financial independence for MHSUOs. Increasing general
public grants for these organisations could contribute to greater autonomy, by making the
organisations less dependent on receiving grants for publicly funded projects. This could further
decrease organisational pressure to conform their repertoires to demands from authorities. In the
light of the increasing difficulties of third sector organisations to mobilise members, it is essential
for MHSUO:s to be able to remain responsive to demands from the collective of service users.

Notes

1. Based on the seven MHSUOs that provided a full account of their sources of income.
2. Local association established in 1983.
3. Information from 2016-12-31.



380 (&) H.NASLUND ET AL.

Disclosure statement

The authors declare that they have no conflict of interest.

Funding

This work was supported by the Swedish Research Council for Health, Working Life and Welfare under Grant
[number 2015-00414].

ORCID

Hilda Néslund http://orcid.org/0000-0002-8755-3710
Stefan Sjostrom (=) http://orcid.org/0000-0002-4540-5373
Urban Markstrém (/=) http://orcid.org/0000-0002-6330-5640

References

Andersson, M. 2014. “Varfor en kampanj?” In Fem dr av (h)jdrnkoll: Kampanjen som fordndrade attityderna till
psykisk ohdlsa i Sverige [Five years of (h)jarnkoll: The campaign that changed attitudes to mental illness in
Sweden], edited by M. M. Suomalainen, 13-17. Stockholm: Nationell samverkan for psykisk hélsa (NSPH).

Archibald, M. E. 2010. “Sources of Self-Help Movement Legitimization.” In Social Movements and the
Transformation of American Health Care, edited by J. Banaszak-Holl, S. Levitsky, and M. N. Zald. New York:
Oxford University Press.

Bohm, S., A. C. Dinerstein, and A. Spicer. 2010. “(Im)Possibilities of Autonomy: Social Movements in and beyond
Captial, the State and Development.” Social Movement Studies 9 (1): 17-32. doi:10.1080/14742830903442485.
Brown, L. D., M. D. Shepherd, S. A. Wituk, and G. Meissen. 2007. “Goal Achievement and the Accountability of
Consumer-Run Organizations.” Journal of Behavioral Health Services and Research 34 (1): 73-82. doi:10.1007/

$11414-006-9046-y.

Brown, L. D., M. D. Shepherd, S. A. Wituk, and G. Meissen. 2008. “Introduction to the Special Issue on Mental Health
Self-Help.” American Journal of Community Psychology 42 (1-2): 105-109. doi:10.1007/s10464-008-9187-7.

Brown, P., R. Morello-Frosch, S. Zavestoski, L. Senier, R. Gasior Altman, E. Hoover, S. McCormick, B. Mayer, and
C. Adams. 2010. “Field Analysis and Policy Ethnography in the Study of Health Social Movements.” In Social
Movements and the Transformation of American Health Care, edited by J. Banaszak-Holl, S. Levitsky, and
M. N. Zald, 101-116. New York: Oxford University Press.

Crossley, N. 2002. “Repertoires of Contention and Tactical Diversity in the UK Psychiatric Survivors Movement:
The Question of Appropriation.” Social Movement Studies 1 (1): 47-71. doi:10.1080/14742830120118891.

Crossley, N. 2006. Contesting Psychiatry: Social Movements in Mental Health. Oxford: Routledge.

Eriksson, E. 2016. “Brukarinflytande och social mobilisering.” [Service User Influence and Social Mobilisation.] In
Social mobilisering - en utmaning for socialt arbete, edited by V. Denvall, C. Heule, and A. Kristiansen, 99-116.
Malmé: Gleerups.

Eriksson, E. 2018. “Incorporation and Individualization of Collective Voices: Public Service User Involvement and
the User Movement’s Mobilization for Change.” Voluntas 29: 832-843. doi:10.1007/s11266-018-9971-4.

Goldstrom, I. D., J. Campbell, . A. Rogers, D. B. Lambert, B. Blacklow, M. J. Henderson, and R. W. Manderscheid. 2006.
“National Estimates for Mental Health Mutual Support Groups, Self-Help Organizations, and Consumer-Operated
Services.” Administration and Policy in Mental Health 33 (1): 92-103. d0i:10.1007/s10488-005-0019-x.

Hsieh, H. F,, and S. E. Shannon. 2005. “Three Approaches to Qualitative Content Analysis.” Qualitative Health
Research 15 (9): 1277-1288. doi:10.1177/1049732305276687.

Hultqvist, S., and T. Salonen. 2014. “Service User Involvement in Swedish Welfare Services: In Theory and in
Practice.” In Participation, Marginalization and Welfare Services, edited by A.-L. Matthies and L. Uggerhoj.
Surrey: Ashgate Publishing Limited.

Karlsson, M. 2011. “Mobilisering genom sjalvhjilpsgrupper.” [Mobilisation through Self-Help Groups.] In Social
mobilisering - En utmaning for socialt arbete, edited by V. Denvall, C. Heule, and A. Kristiansen, 119-130.
Korotan: Gleerups Utbildning AB.

Karlsson, M., and U. Markstrom. 2012. “Non-Profit Organizations in Mental Health: Their Roles as Seen in
Research.” Voluntas 23 (2): 287-301. d0i:10.1007/s11266-011-9196-2.

Laginder, A., H. Nordvall, and J. Crowther. 2013. Popular Education, Power and Democracy: Swedish Experiences
and Contributions. Leicester: NIACE.


https://doi.org/10.1080/14742830903442485
https://doi.org/10.1007/s11414-006-9046-y
https://doi.org/10.1007/s11414-006-9046-y
https://doi.org/10.1007/s10464-008-9187-7
https://doi.org/10.1080/14742830120118891
https://doi.org/10.1007/s11266-018-9971-4
https://doi.org/10.1007/s10488-005-0019-x
https://doi.org/10.1177/1049732305276687
https://doi.org/10.1007/s11266-011-9196-2

NORDIC SOCIAL WORK RESEARCH e 381

Markstrém, U., and M. Karlsson. 2013. “Towards Hybridization: The Roles of Swedish Non-Profit Organizations
within Mental Health.” Voluntas 24 (4): 917-934. d0i:10.1007/s11266-012-9287-8.

Markstrém, U., and R. Lindqvist. 2015. “Establishment of Community Mental Health Systems in
a Postdeinstitutional Era: A Study of Organizational Structures and Service Provision in Sweden.” Journal of
Social Work in Disability & Rehabilitation 14 (2): 124-144. doi:10.1080/1536710X.2015.1014535.

McCarthy, J. D., and M. N. Zald. 1977. “Resource Mobilization and Social Movements - A Partial Theory.”
American Journal of Sociology 82 (6): 1212-1241. doi:10.1086/226464.

Meeuwisse, A., and S. Sunesson. 1998. “Frivilliga organisationer, socialt arbete och expertis.” [Voluntary
Organisations, Social Work and Expertise.] Socialvetenskaplig tidskrift 5 (2-3): 172-193.

Meyer, J. W., and B. Rowan. 1977. “Institutionalized Organizations - Formal-Structure as Myth and Ceremony.”
American Journal of Sociology 83 (2): 340-363. doi:10.1086/226550.

Meyer, M. 2010. “Social Movement Service Organizations: The Challanges and Consequenses of Combining Service
Provision and Political Advocacy.” In Human Services as Complex Organizations, edited by Y. Hasenfeld,
533-550. London: Sage Publications.

Myndigheten for vérdanalys. 2015. Sjukt engagerad — En kartliggning av patient- och funktionshinderrérelsen [Sickly
Engaged - A Mapping of the Patient- and Disability Movement]. Stockholm: Myndigheten for vardanalys.

Nislund, H., U. Markstrom, and S. Sjostrom. 2017. “Participatory Spaces of Mental Health Service User Organizations
in the Post-Deinstitutional Era: Mapping Roles and Challenges.” Voluntas. doi:10.1007/s11266-017-9906-5.

Noorani, T. 2013. “Service User Involvement, Authority and the ‘Expert-By-Experience’ in Mental Health.” Journal
of Political Power 6 (1): 49-68. doi:10.1080/2158379X.2013.774979.

Nordén, H. 2008. Kunskap att himta - Brukarmedverkan for en bittre psykiatri [Knowledge to Retrieve - Service
User Involvement for Better Psychiatry]. Vaxj6: Gothia forlag.

Ostrow, L., and N. Adams. 2012. “Recovery in the USA: From Politics to Peer Support.” International Review of
Psychiatry 24 (1): 70-78. doi:10.3109/09540261.2012.659659.

Restall, G., J. E. Cooper, and J. M. Kaufert. 2011. “Pathways to Translating Experiential Knowledge into Mental
Health Policy.” Psychiatric Rehabilitation Journal 35 (1): 29-36. d0i:10.2975/35.1.2011.29.36.

Rissmiller, D. J., and J. H. Rissmiller. 2006. “Evolution of the Antipsychiatry Movement into Mental Health
Consumerism.” Psychiatric Services 57 (6): 863-866. doi:10.1176/appi.ps.57.6.863.

Salem, D. A., T. M. Reischl, and K. Randall. 2010. “Helping Mutual Help: Managing the Risks of Professional
Partnerships.” In Mental Health Self-Help: Consumer and Family Initiatives, edited by L. D. Brown and S. Wituk,
303-334. New York: Springer Science + Business Media.

Salem, D. A., T. M. Reischl, and K. W. Randall. 2008. “The Effect of Professional Partnership on the Development
of a Mutual-Help Organization.” American Journal of Community Psychology 42 (1-2): 179-191. doi:10.1007/
$10464-008-9193-9.

Scaramuzzino, R. 2012. “Challenges When Studying Diffuse Forms of Organisations in Civil Society.” In Pondering
on Methods - A Variety of Methodological Concerns, edited by K. Jacobsson and K. Sjoberg. Lund: Lund
University.

SOU. 2006. 100. Ambition och ansvar: Nationell strategi for utveckling av samhdllets insatser till personer medpskiska
sjukdomar och funktionshinder [Ambition and Responsibilty: National Strategy for the Development of Society’s
Support to People with Mental Illnesses or Disabilities]. Stockholm: Edita Sverige AB.

Tanenbaum, S. J. 2012. “Consumer-Operated Service Organizations: Organizational Characteristics, Community
Relationships, and the Potential for Citizenship.” Community Mental Health Journal 48 (4): 397-406.
d0i:10.1007/510597-011-9408-7.

Thyer, B. A., and M. Pignotti. 2011. “Evidence-Based Practices Do Not Exist.” Clinical Social Work Journal 39:
328-333. doi:10.1007/s10615-011-0358-x.

Tilly, C. 1993. “Contentious Repertoires in Great-Britain, 1758-1834.” Social Science History 17 (2): 253-280.
doi:10.2307/1171282.

Tomes, N. 2006. “The Patient as a Policy Factor: A Historical Case Study of the Consumer/Survivor Movement in
Mental Health.” Health Affairs 25 (3): 720-729. doi:10.1377/hlthaft.25.3.720.

Van de Bovenkamp, H. M., and M. J. Trappenburg. 2011. “Government Influence on Patient Organizations.”
Health Care Analysis 19 (4): 329-351. doi:10.1007/s10728-010-0155-7.

Wijkstrom, F., and A. Zimmer. 2011. “Introduction: Nordic Civil Societies beyond Membership and Movements”
In Nordic Civil Society at a Cross-Roads: Transforming the Popular Movement Tradition., edited by F. Wijkstrom
and A. Zimmer, 9-24. Baden-Baden: Nomos.

Zald, M. N,, and R. A. Garner. 1994. “Social Movement Organizations: Growth, Decay and Change.” In Social
Movements in an Organizational Society, edited by M. N. Zald and J. D. McCarthy, 121-142. New Jersey:
Transactions.

Zald, M. N,, and J. D. McCarthy. 1994a. “Social Movement Industries: Comeptition and Conflict among SMOs.” In
Social Movements in an Organizational Society., edited by M. N. Zald and J. D. McCarthy, 161-184. New Jersey:
Transaction.

Zald, M. N, and J. D. McCarthy. 1994b. Social Movements in an Organizational Society. New Jersey: Transaction.


https://doi.org/10.1007/s11266-012-9287-8
https://doi.org/10.1080/1536710X.2015.1014535
https://doi.org/10.1086/226464
https://doi.org/10.1086/226550
https://doi.org/10.1007/s11266-017-9906-5
https://doi.org/10.1080/2158379X.2013.774979
https://doi.org/10.3109/09540261.2012.659659
https://doi.org/10.2975/35.1.2011.29.36
https://doi.org/10.1176/appi.ps.57.6.863
https://doi.org/10.1007/s10464-008-9193-9
https://doi.org/10.1007/s10464-008-9193-9
https://doi.org/10.1007/s10597-011-9408-7
https://doi.org/10.1007/s10615-011-0358-x
https://doi.org/10.2307/1171282
https://doi.org/10.1377/hlthaff.25.3.720
https://doi.org/10.1007/s10728-010-0155-7

	Abstract
	Introduction
	Developments of service user movements

	Theoretical framework
	Repertoires of contention

	Methods
	Data collection
	Data analysis

	Results
	Target group and explicit goals
	Activities
	Relationships to other actors
	Knowledge base

	Discussion
	Astronger voice or adiluted agenda?
	Resource flows influencing repertoires of contention

	Conclusion
	Notes
	Disclosure statement
	Funding
	ORCID
	References



