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Abstract
In a time when the deinstitutionalisation of mental health services has become a global and European platform and one
of the main forms of care provision, a theme such as the transition of care from large institutions down to a more personal
community level care might seem outlived, but the fact is that in some European countries the discussion has revolved
for almost 35 years around the most basic question concerning the closure of large, asylum‐type mental health institu‐
tions. In this article, I provide a historical overview and analysis of deinstitutionalisation processes in the field of mental
health in Slovenia frommid‐1980s onwards, interpreted in terms of achievements and gaps in community‐based care and
in user participation in these processes. It demonstrates some of the innovative participatory practices and their poten‐
tial to transform services. A thematic data analysis was used to analyse the data collected from various primary (a focus
group) and secondary sources (autobiographies, newspaper articles, round table reports, blogs) that all bear witness to
the different periods of deinstitutionalisation and the user perspective in it.
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1. Introduction

In this article, a historical overview and analysis of dein‐
stitutionalisation processes in the field of mental health
in Slovenia will be presented, interpreted in terms of
achievements and gaps in community‐based care, all
from the perspective of user participation in these pro‐
cesses. In the first part of the article, basic concepts
and briefly presented contexts of both the European and
Slovenian situations in this field are introduced. The find‐
ings are presented in the narrative form of the inter‐
related histories of deinstitutionalisation and embed‐
dedness of the user perspective in its implementation.
The conclusion summarises the main historical lessons
learned so far in relation to the questions posed in
this study.

1.1. Deinstitutionalisation in Mental Health in Europe
and Its Echo in Slovenia

Perhaps the most important shift in mental health care
since World War II has been the transition of care for
people with long‐term mental health problems from
large‐format mental health institutions to community
providers. Deinstitutionalisation in the field of mental
health usually means the closure of large, closed institu‐
tions and, subsequently the provision of community ser‐
vices. However, it is important to understand deinstitu‐
tionalisation in a broader context. Deinstitutionalisation
is also about people gaining sovereignty in everyday life,
reclaiming control over their own lives, gaining support
for decision‐making, and producing new ways of care
that transcend the institutional patterns (Flaker, 2015;
Flaker & Ramon, 2016; Ramon, 1985). By the end of
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the 20th century, deinstitutionalisation became a uni‐
versal policy of international agencies like World Health
Organisation (2005), and the right to live in the com‐
munity, along with others, is an important part of the
United Nations Convention on the Rights of Persons
with Disabilities (United Nations, 2006). It is being imple‐
mented all over the world, in some countries more and
in some less successfully. The first important deinstitu‐
tionalisation process in mental health care in Europe
took place in the 1970s in Italy and was pioneered by
Franco Basaglia in Gorizia and Trieste. His effort resulted
in Law 180, passed in 1978, that abolished the psy‐
chiatric hospitals in Italy. Early and thorough deinstitu‐
tionalisation was carried out in the Scandinavian coun‐
tries, and a little later in the United Kingdom (Flaker,
2015; Ramon, 1985). Today, reforms inmental heath care
have taken place in most Western European countries.
In recent years, a more pronounced European platform
and policy (European Expert Group on the Transition
from Institutional to Community‐Based Care, 2012) has
been the driver to finally start the process of transition
to the community in many Central and Eastern European
(CEE) countries or has started anew in some of them, as
is true in Slovenia.

Despite this, there are still many people interned
in institutions. Even in the countries where policies
have been successfully implemented there are closed
units, segregation, coercion, and above all institutional
practices surviving in the community, such as group‐
ing apartments into residential compounds and targeted
exclusively for people with disabilities. There are also
small institutions being introduced as community‐based
responses (re‐institutionalisation), or people from one
kind of institution find themselves in another institu‐
tion after closure (trans‐institutionalisation; see Flaker,
2015; Flaker & Ramon, 2016; Turnpenny et al., 2018;
Zaviršek, 2017). On the other hand, community living
arrangements pose challenges, such as living alone or in
small groups, or they may also perpetuate isolation and
segregation—which are the hallmarks of institutional life.
The ‘care map’ in some states may now include group
homes, day centres, employment support projects, advo‐
cacy, user organisations, relatives’ groups, family respite,
outreach crisis services, mobile teams, housing float‐
ing support, and many other forms that grow in the
empty space of needs for different types of support in
the community.

The development of community‐based care and
the efforts towards deinstitutionalisation in mental
health in Slovenia differ from other countries in the
CEE region where deinstitutionalisation processes have
only recently begun. In Slovenia, these processes were
strongly influenced by the unique ‘deinstitutionalisation
movement’ that emerged as part of the civil society
movements in the second half of the 1980s in what was
then still a common socialist state of Yugoslavia and con‐
tinues to this day. However, although Slovenia had a
long history of deinstitutionalisation and was a pioneer

of community‐based mental health (including user‐led)
innovation in the former Yugoslavia, it still has a predom‐
inantly institutional care system. The many attempts at
deinstitutionalisation, fostered firstly by the movement
(which grew and expanded over the years with various
disability advocacy groups, academics, users, and family
members), and later other actors (the NGO sector, public
sector, government bodies) created a wealth of knowl‐
edge and the technology of deinstitutionalisation along
with the methods of establishing community‐based care
that was not followed by system‐wide deinstitutionali‐
sation reform. Although today more service users use
community care than institutional care, there is still a
high institutionalisation rate. For people who needmore
intensive support and care, it is virtually impossible to
provide it in the community. In such a still double‐tiered
system, often ex‐residents return to institutions, which
has the effect of strengthening the belief in public that
institutions are inevitable. But independent living is a
challenge, especially in terms of affordable housing and
the means to live with dignity, even for people with
less intensive support needs. Slovenia still allocates the
bulk of funds to finance long‐term care services in an
institutional setting, while the community care services
remain underfunded (Flaker et al., 2015; Rafaelič et al.,
2017). It seems that the new wave of deinstitutionalisa‐
tion that has now come as a guideline and requirement
of the European Union represents not only a new chance
for real systematic reform, but also the opportunity to
reflect on overlooked dimensions of the deinstitutionali‐
sation processes in the past.

1.2. The Transition of Care into Community and User
Participation

The ethical requirements that are a prerequisite for the
process of transition to community care are at least the
following: the abolition of any closure and no constraint
(Mezzina et al., 2019), the abolition of guardianship and
mental incapacity (Ramon et al., 2017), the introduc‐
tion of the social model of mental distress (Beresford,
2005; Tew, 2011), and an empowerment (strengths) per‐
spective and user participation (Flaker et al., 2007; Ryan
et al., 2012).

User participation (and associated terms such
as ‘involvement,’ ‘inclusion,’ ‘co‐production,’ ‘service
user‐led,’ and ‘peer‐led’) seems to be the trademark of
contemporary international and European social and
mental health policies (e.g., European Expert Group on
the Transition from Institutional to Community‐Based
Care, 2012; World Health Organisation, 2010, 2015),
and part of most national policies. The right of active
and informed participation of everyone in decisions
that affect their lives is explicitly recognised in the
United Nations Convention on the Rights of Persons with
Disabilities (United Nations, 2006).

User involvement in mental health services can be
divided into three levels: individual, operational, and
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strategic. Involvement at an individual level is based
on the belief that people have valuable insight into
their own distress and can contribute to their own
care (some examples include shared‐decision making,
self‐help, self‐management, advanced directives, and
others). Involvement at an operational level in the
day‐to‐day running of services may include participa‐
tion in meetings or the training of mental health pro‐
fessionals. Finally, involvement at the strategic level
has been increasingly informed by service user involve‐
ment in research and evaluation in governing bodies,
and in the production or co‐production of new services
(Crepaz‐Keay, 2014, pp. 105–108). Research findings in
some countries have shown that service users have
found it difficult to influence service providers and have
a real impact on decision‐making across all levels of ser‐
vice delivery (Omeni et al., 2014). Users who participate
as peer supporters and peer advocates often experience
that professional self‐interest dominates the discourse
and decision‐making within the organisations (Penney &
Prescott, 2016). That’s why it is inevitable that concepts
such as ‘inclusion’ (participation, empowerment) pro‐
vide tools to be given to address power practically, not
just as a buzzword, a form of new talk in mental health
used to pretend while actually preserving old attitudes
and ways of relating (Flaker et al., 2007; Urek, 2017).

1.3. Thesis and Research Questions

The basic questions I present in this article are essentially
three. The first is how the deinstitutionalisation move‐
ment, and in particular user‐led initiatives as its vital
part, have influenced deinstitutionalisation processes in
mental health services in Slovenia over the last 35 years.
The second is whether service users have been actively
involved in the implementation of deinstitutionalisation
and whether these processes have enabled them to
gainmore influence and contractual power, i.e., whether
their autonomy and the possibility to enter into equal
relationships have been increased. The last question is,
is there a gap between the declarative participation pol‐
icy and lived experiences of participation?

My thesis in this study is that without a simultane‐
ous strengthening of the influence and power of users,
changes in the system and services cannot really be
achieved and succeed, and they only remain apparent.
In the long run, they are not sustainable since they
necessarily lead to the reproduction of an institutional
culture and the culture of dependence. Moreover, we
cannot expect user empowerment and involvement to
simply come spontaneously with organisational change;
this particular aspect must be provided for in deinstitu‐
tionalisation policies, concretised in action plans, taken
into account in funding and continuously followed‐up.
In short, this is a task (and a benefit) for everyone
involved in deinstitutionalisation processes, and not just
a matter to be left to service user organisations to advo‐
cate for. I argue that this is a systematically neglected

dimension of the deinstitutionalisation process and, to
a considerable extent it is the unaccomplished part of
the project of the transformation of care in Slovenia.
This is why the participatory and advocatory practices
(including social movements and user‐led initiatives) are
all the more valuable companions of this process. They
are among themore dynamic, insightful, and experience‐
based projects of deinstitutionalisation.

In this study, I present the interrelated and inter‐
wined histories of deinstitutionalisation on the one hand,
and the embeddedness of the user perspective in the
transformation of mental health services in Slovenia on
the other. Several studies have been conducted on the
history of deinstitutionalisation in Slovenia in recent
years (Flaker, 2015; Flaker et al., 2020; Rafaelič et al.,
2017; Zaviršek, 2017), but so far this aspect of history
has not been highlighted, which I consider the original
contribution of this study.

2. Research Methods and Data

The aim of this article, however, is not an in‐depth
study of the history that spans nearly four decades. The
main interest is to highlight the main periods and mile‐
stones that are relevant in terms of key challenges and
the potential of user knowledge to impact the reform
processes—as reflected in the research questions—with
the movement acting as a driver and amplifier of
these voices. Thesemarginalised aspects of knowledge—
which have usually been considered less important—will
be integrated into the main historical narrative.

The listed main historical periods, milestones, actors
leading the process and more relevant attempts to
reform the system of mental health services have served
as a basic matrix that also turned out relevant in
terms of referencing users’ projects and making sense
of the role of the user perspective through time and
these processes.

The criteria for placing the data of various sources in
a matrix that give evidence of the development of users’
voices in various periods and, the guiding principle of
arranging and analysing the material were the research
questions towhich I kept returning. The themes that crys‐
tallised in these periods as relevant were also partly iden‐
tified by means of reference literature that helped to
additionally categorise and analyse various practices and
place them in a social and political context. Dispersed
data on various user projects and practices that had a
relevant impact on their empowerment were also found
in reference literature.

Various other sources that were used as secondary
oral, written, and visual sources were, for instance,
leaflets and photographs (of camps, actions, various
events), documentary films (Markun & Švara, 2018;
Muratović, 2020; Robar Dorin, 1988), literary autobi‐
ographies (i.e., LapuhMaležič, 2016), newspaper articles
from Altra: A Newspaper for Innovation inMental Health
(issues publishedbetween1994 and2000), online diaries
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and blogs (i.e., a blog of the friends of deinstitutionalisa‐
tion by Vito Flaker), an exhibition (Museum of Madness),
and other sources that bear witness to the different
periods of deinstitutionalisation and user perspectives
in it and were collected over a longer period of time.
Furthermore, the informal stories and anecdotes, for
instance of people’s endeavours to get out of an institu‐
tion and stay in the community, circulating as a collective
memory among the peoplewhowere actively involved in
the process were also documented over a longer period
of time. Round tables and public tribunes organised by
the local user association should also be mentioned as
a source. At least two played a more important role in
this article, one was held on 2nd March 2021 (on how
the epidemic of Covid‐19 affected the peer‐support and
solidarity networks) and one on 28th June 2019 (on the
users’ view of deinstitutionalisation). I have taken the
notes which helped me to fill in the gap of the missing
pieces of knowledge pertaining to the final period of the
last two years.

Last, but not least, the primary data was collected
through a focus group interview with three lead mem‐
bers of the user association Svizci (the Marmots), which
was held on 29th April 2019. It lasted three hours and
was held at the Faculty of Social Work. Some of the
orientation themes for discussion involved: evaluation
of the current process of deinstitutionalisation, the pos‐
itive and negative aspects of community care (hous‐
ing, income, work), experiences in involvement; advo‐
cacy, and other practices that empower the possibility
of decision‐making. The selection of this association was
based on the fact that it is, to my knowledge, the only
user association that is keenly interested in the processes
of deinstitutionalisation.

Thematic data analysis was used on the transcribed
focus group interview and various documented mate‐
rials, involving both a ‘data‐driven’ and ‘inductive’
approaches (in the sense that the themes identified
were commensurate with the literature). In some places,
only a simple chronological arrangement of the docu‐
mentary material was undertaken. This was combined
with a biographical approach when presenting the bio‐
graphical bits of histories of both users who become
emblematic of the movement and the more invisible,
who can be described in terms of ‘hidden activists’
(Rose, 2018), as well as of my own lived experiences in
these processes.

I was involved in the subject researched in this
study in many roles which gave the autobiographical and
autoethnographic dimension to this study. This is not
meant in a strictly methodological sense, but as self‐
reflection upon my position as a researcher, as well as
in connecting personal experience to wider social mean‐
ings (Spry, 2001). My roles include being a student at
the beginning of the deinstitutionalisation process, an
activist in the movement, a volunteer, an academic, and
a researcher. I understand my biased and involved posi‐
tion as an advantage which gives me knowledge and

insights that might be otherwise missing. In addition,
the autobiographical stance partly affected the narrative
style of representation in this article.

3. The Return of ‘the Forgotten’: Deinstitutionalisation
in Slovenia

The foundations of the deinstitutionalisation of the men‐
tal health field in Slovenia were set in the mid 1980s,
although there are many aspects of this process which
had been founded even before (deinstitutionalisation of
children’s and youth services in the 1970s and 1980s).
Deinstitutionalisation in mental health occurred in sev‐
eral waves that can be summarised in the period of the
last nearly four decades, with different actors playing
a leading role (i.e., the social movement, NGO sector,
public sector, and government bodies; see Flaker et al.,
2008; Flaker et al., 2015). With the changing of eras and
key developments, the position of users changed signif‐
icantly, along with the role of social movement as the
actor in the processes of change.

3.1. 1980s–1990s: Users as Companions of the
Movement for Deinstitutionalisation

I first heard of deinstitutionalisation in the second half
of the 1980s, when the students of the then School
for Social Workers at the University of Ljubljana (now
the Faculty of Social Work) first started to pay visits
to the state asylum Institution for the Mentally and
Neurologically Ill, Hrastovec—Trate (in 2010 it changed
its name to the Social Care Home, Hrastovec—Trate;
hereinafter Hrastovec). Hrastovec, with over 600 resi‐
dents, was at the time one of six large asylum‐type social
care homes housed in two castles in a remote and iso‐
lated area in Northeastern Slovenia. The School of Social
Work organised international volunteer camps where
students and residents of the asylum socialised on more
equal terms. At the end of the 1980s, some activists
among the students and professors, along with other
supporters formed the Committee for Social Protection
of Madness. Various aspects of life in the Hrastovec asy‐
lum and of events and happenings in the camps are well‐
documented and reflected in published diaries, reports,
and papers in the publications Flaker and Urek (1988)
and Urek and Zaviršek (1991), as well as in a docu‐
mentary directed by Robar Dorin (1988) and in a per‐
manent exhibition in the Museum of Madness in Trate
Castle, which at that time still housed the state asy‐
lum. The group continued to organise camps, events,
and public discussions. In the 1990s, it became the first
mental health NGO in former Yugoslavia and started to
provide community services. In 1992, it established the
first group home in the whole of Eastern Europe. With
the naive optimism of youth, and in the midst of the
lively bubbling of a variety of other civil social move‐
ments which were opening up new social issues, it was
impossible to even imagine that 35 years later we would
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still have to deal with the same issue of the closure
of institutions.

The users were relevant companions of the move‐
ment and perhaps for the first time, they had a say, but
the main initiative and articulation of demands came
from the people who did not have direct ‘user experi‐
ence.’ It seems that in the first place, the movement
had only begun to open the space of options for later
autonomous user‐led initiatives. For all who have partic‐
ipated in the activities of the movement, opportunities
have grown to form equal relationships and friendships
with people from whom they were previously separated
by social distance. This was a new and valuable experi‐
ence for all, which strengthened the sense of ‘alliance in
the same goal.’

3.2. 1990s–2000s: User‐led Alternatives as Experiments
and Innovations in the Time of the Emergence of the
NGO Sector

3.2.1. Development of Community Services and
‘NGO‐isation of Resistance’

The first community services—group homes, day cen‐
tres and clubs, self‐help, advocacy and user associa‐
tions, carers’ forums, women’s crisis and counselling
services, and social enterprises were introduced in the
1990s in the NGO sector which was the leading actor
in the second stage of deinstitutionalisation. The major
resource and the hub for these developments was the
EU‐funded (Tempus) international interdisciplinary post‐
graduate programme Community Mental Health Studies
established by the leading members of the movement
at the School for Social Work at University of Ljubljana.
The British impact provided some solutions such as advo‐
cacy, users’ run services, personal planning, direct pay‐
ments, while the Italian input was in the knowledge how
to organise services, and the collective way of working.
These approaches were coupled with Slovenia’s own tra‐
dition and knowledge, which guarantee the autonomous
development of innovations (Flaker et al., 2020; Flaker &
Leskošek, 1995; Ramon, 1995).

The 1990s witnessed rapid growth of the NGO sec‐
tor, the process some called the NGO‐isation of civil soci‐
ety, which was characteristic for the whole of Eastern
Europe. This process had many good and some bad
effects. The good ones involved the concrete steps that
were taken in the direction of the organisational innova‐
tions and in providing community services and their fund‐
ing. In the 1990s, the Ministry of Social Affairs funded
many new social innovations in the community through
tenders for projects to which NGOs applied. What was
initially a good and optimistic starting point eventually
proved to be an obstacle, as ‘projectification’ of innova‐
tion in the long term meant instability, low wages for
staff, and uncertainty for users as to whether they would
be able to stay in the community service. It was not
uncommon for NGO staff to prefer to maintain a group

home at the expense of their salary when funding was
lacking. At the same time, the political sharpness of the
movements softened. The members of the movement
became preoccupied with the functioning of their organ‐
isations, busy with innovations, and lost their advocacy
edge (Flaker et al., 2020; Rafaelič et al., 2017).

NGOs are now dependent on state funding and they
have been put in a position of competing against each
other for territory and funds, which often weakens soli‐
darity. Users became ‘our’ and ‘your’ users, the users of
this or that NGO. Such a ‘feudal’ division was not particu‐
larly helpful in encouraging users to be more connected
to each other with regard to shared issues. Throughout
the 1990s, users slowly turned from the ‘companions in
themovement’ to the ‘clients and users.’ Within the new
professional culture, the sense of ‘alliances for the same
goal’ was less and less reflected in the contacts between
users and professionals.

3.2.2. User‐led Innovations and ‘Hidden Activism’

In contrast, this is the period of the emergence of some
pioneering and daring user‐led projects, which, how‐
ever, mainly did not become formalised or acquired
more stable funding. Among the insightful user or mixed
initiatives that were emerging and disappearing, there
were different forms of peer advocacy and self‐help
initiatives undertaken by the people with experience
in mental health and committed relatives and friends
(Lamovec, 2001). An important figure in this area was
Tanja Lamovec, combining her academic work with her
experience as a survivor, and with her innovation work
in mental health. Even now, her books (Lamovec, 1995,
1998) are still the core study literature for prospective
social workers. For many years, Igor Spreizer was the leg‐
endary editor of Altra: A Newspaper for Innovation in
Mental Health (1994–2000) that covered themost press‐
ing issues and emerging innovations in mental health.
He was also a co‐organiser of the first user conference in
Slovenia, which eventually brought together users from
all mental health NGOs in Slovenia. In themid‐1990s, the
user association Paradoks established the first—and so
far, also the last—user‐led crisis centre. It worked on the
principle of a cooperative formutual help. Themanual of
work during the crisis that they designed is still relevant
today (Lamovec & Spreizer, 2001). Unfortunately, there
is no quantitative or qualitative evidence of this pioneer‐
ing experiment, which eventually died off. However, in
personal communication with the users involved in this
project which I have had on many occasions over the
years, it was noticeable that users/volunteers of the cri‐
sis centre felt safer there than on the acute wards of the
hospital andwere supported efficiently for themost part.
This is in line with studies comparing acute psychiatric
wards and crisis residential alternatives (e.g., Sweeney
et al., 2014).

These experiences and other alternatives which
enable people to have more control and be less exposed
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to humiliating rituals have to a large extent remained
a hidden local knowledge and part of user subcultures.
This is why singular anecdotes spread by word‐of‐mouth
and that testify about the historical perseverance and
resourcefulness of people with problems in mental
health, so that they can maintain their dignity and con‐
trol over their lives, are so much more valuable and
worthy of more systematic documentation. Such is the
inspiring story about a lady in her late middle years who
with the power of her will, stubbornness, and determi‐
nation managed to get out from the secure and closed
unit of the Hrastovec asylum, where she lived from
her childhood, and finally returned to the community.
For several years, she insistently wrote to and called the
Slovenian Ombudsman Office, requesting to be let out
from the institution, until she actually made this happen.
Presently, she has lived for at least 20 years in the resi‐
dential group home in Ljubljana.

Although there was no specific participation policy in
mental health during this period, we are dealingwith per‐
haps the strongest imprint of autonomous user projects
on the mental health care map. They believed that peo‐
ple with first‐person experiences had valuable insights
into their own distress and could help themselves on an
individual level. They participated on an operational level
in running services in NGOs. Finally, theyworked strategi‐
cally to build alliances among users, as well as their own
services based on mutual support.

When we discuss the history of deinstitutionalisa‐
tion, user and movement contributions are often over‐
looked. As well, actors such as experts, directors, min‐
istries, and academics are highlighted, along with the
indicators, such as the number of people resettled, the
number of new group homes, and so on, while peo‐
ple who influenced this development in numerous ways,
from grassroots, are overlooked. Perhaps one could not
speak of a broader user movement at the time, but the
seeds had been sown, and many of the activities of peo‐
ple testify to what Diana Rose calls ‘hidden activism.’
As she puts it, “this [hidden] collectivity is made of ‘small
groups of unrepresentative people’ who are either sicker
(i.e., angrier) or more articulate than ‘normal’ patients”
(Rose, 2018, p. 736).

In general, this period was important for the creation
of knowledge, methods, and technologies, and thus for
providing the basis for later reform of the system. But
in terms of deinstitutionalisation, the development of a
community provision actually did not reduce the num‐
bers in institutions. It also took place almost exclusively
in the social care sector, while psychiatry remainedmore
or less as itwas. The lesson of this periodwas that to actu‐
ally make deinstitutionalisation happen, more is needed
than establishing community services, like: the planned
resettlements from institutions, the political will, the leg‐
islation, the funding, in short, the reform of the entire
system (Flaker et al., 2008; Rafaelič et al., 2017).

3.3. 2000s–2010s: Opening Up of Institutions and
Changing the Role of the Residents

The real deinstitutionalisation process in the public sec‐
tor was initiated in the first decade of this century by
the resettlement of the long‐stay inmates of Hrastovec
(almost 300 out of 650 residents in few years), followed
also by another five long‐stay institutions that also began
to open their own group homes which resulted in 1,259
resettlements or more than a quarter of total capacity
of long‐stay institutions in Slovenia. These social care
homes proved that the transformation of institutions
was possible, that it was possible to change the way of
work, and resettle even people with the most intensive
needs. However, when deinstitutionalisationwould have
to become a principle guiding the whole system, the pro‐
cess came to a standstill. Among the reasons for these
halts the managements of the institutions mentioned: a
lack of political will, legislative restrictions, bureaucratic
obstacles, the additional cost that residential units bring
beside the cost of the maintenance of the institution,
no sufficient funding, and others (Flaker et al., 2008,
2015, 2020; Rafaelič et al., 2017). Long‐stay institutions
also remained big employers of the local population,
especially in rural areas. Many workers fear that dein‐
stitutionalisation will cause unemployment, and that it
is better to keep the existing welfare system in place
(Zaviršek, 2017).

In terms of user involvement, good examples mainly
include involvement practices at the operational level.
For example, in Hrastovec, they employed some inter‐
esting innovative methods. The residents were invited
(and were trained) to take the role of key‐workers
and advocates for other users who needed more sup‐
port and encouragement. This experience showed that
the users/key‐workers became more confident and that
other users accepted the support from their peers much
better than the support from staff members (Strmšek,
2007). In line with the research question, we can cer‐
tainly say that these processes at least gave more influ‐
ence to the ‘more able’ residents, increased their auton‐
omy, and presented the opportunity to enter into more
equal relationships. However, these were not simple pro‐
cesses: on the contrary, they required a daily struggle
with the remains of the institutionalised and patronising
mentality from the staff and residents.

Studies have shown that an impact is only visible
where participation truly becomes an integrated part of
the philosophy of an organisation and the people who
work there. If participation is seen only as an activity
‘added‐on’ to services, rather than as a way of changing
power relations, it can be removed as easily as it was pro‐
vided (Hernandez et al., 2010, p. 717). This was the case
with the innovation of ‘users as keyworkers.’ This innova‐
tion was increasingly becoming only an ‘add‐on’ until it
was abolished with the next management.
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3.4. 2010–2020: Fourth Wave: Between Struggle for a
Decent Life Outside Institution and Demands to
Be Heard

3.4.1. At the Turn of the New Decade: Formalisation of
Users’ Participation and Users’ Research

After the process came to a standstill, civic move‐
ments again started to call attention to the neces‐
sity of re‐establishing the process of the transforma‐
tion of the institutional form of care. At this point,
in 2010, a walkout—a 700 km march from institution
to institution—was staged to raise awareness and pro‐
mote deinstitutionalisation. Some residents of institu‐
tions who joined the march on the way stayed and
started to live in the community with the support of
activists (Flaker & Rafaelič, 2012; Rafaelič & Flaker, 2012).
Such was Mijo Poslek, who spent 40 years in various
asylums (we met him in the first camp in Hrastovec).
Under the slogan “We are All Mijo Poslak,” the move‐
ment addressed direct demands to the ministries to
launch concrete actions towards community care provi‐
sion (Agency IN et al., 2012).

The turn of the decade was marked by the newly
defined role of the users as being more explicitly par‐
ticipatory. The user perspective became recognised as
being of key relevance, at least at the declarative level,
and the user representatives were gradually introduced,
but mostly just in user councils in NGOs. In the academic
sphere, this was reflected in a more systematic inclu‐
sion of users in education and research (Videmšek, 2013,
2021). The Mostovi (Bridges) user association under‐
took the first autonomous user research study of the
critical areas of income and work. The findings of the
study pointed to a high degree of disability retirement
and unemployment after the onset of mental difficul‐
ties. In order to cover their basic living expenses, and
also in order to remain active, the users are often forced
to work illegally and to enter risky working relationships
(Cigoj‐Kuzma, 2010). When users do the research, that
is, when they really can make decisions about which top‐
ics to explore and which issues to raise, their research
is often about poverty and basic survival, because this
is something that most deeply marks their lives and
requires the fastest systemic solutions. The themes that
they raise are deeply social anddeeply political. Although
the activities carried out by the Bridges user group
included peer advocacy and self‐help, implying partic‐
ipation on the personal and organisational levels, the
main achievement of this period seems to be the con‐
crete shift of participation to the strategic level (research,
going public).

3.4.2. The Gap between the Systemic Reforms and
Grassroots Knowledge

Recently, a trending topic is the new ‘fourth wave’ of the
transition to the community forms of care, which comes

as a guideline and requirement of the European Union.
Among the positive shifts in this context, The Resolution
on the National Programme for Social Care 2013–2020
(Republic of Slovenia, 2013) should bementioned, which
announces a substantial reduction of institutional capac‐
ities (from 50% to 80% for individual categories of res‐
idents), and a large increase in services in the commu‐
nity. Recently, the Governmental Office for Development
and European Cohesion Policy issued a grant decision for
two pilot deinstitutionalisation project units, the first in
a social‐care home and the second in a centre for train‐
ing, work, and care for people with intellectual disabil‐
ities which received European Social Fund support to
make a transition of care into the community over the
next few years. A project unit for deinstitutionalisation
was established at the Ministry of Labour, Family, Social
Affairs and Equal Opportunities to draft sectoral strate‐
gies which will allow for delivering a coordinated action
in this field. In all these big, promising, and groundbreak‐
ing developments the voice of the users has not been
prevalent. Big decisions about the change of the system
are being adopted on policy levels and in the closed
circles of the sectorial ministries and experts. On the
other side of the divide, the user research generates new
‘grassroots knowledge,’ which, however, also does not
have adequate channels to reach the decision‐makers.

On the positive side, we are dealing with a very
important shift at the declarative level, when also
at higher levels decision‐makers increasingly recog‐
nise (or are urged by the EU) the importance of user
participation—but a concrete step of implementation
is still too rare. While the Resolution on the National
Mental Health Programme 2018–2028 (Republic of
Slovenia, 2018) foresees user participation on all
decision‐making levels, and even the user council was
set up to participate in the making of the resolution, the
‘voice of the users’ seems to have been only declarative
(in the last moment, instead of the user representative
they appointed a representative of relatives to this posi‐
tion). The result is two parallel, separate realities still
standing apart from each other. In real life, this gap can
mean numerous complications.

A decade later, it is obvious that none of the real prob‐
lems thatwere opened upby the first user research study
was not systemically solved. Today, users are working on
a new study conducted in the framework of Svizci. This
new study re‐opens old problems in the areas of work,
housing, and survival (Cigoj‐Kuzma et al., 2019). I con‐
ducted a 3‐hour interview in a focus group with its three
key members, at the Faculty of Social Work (24 April
2019). The most frequent metaphor that they used,
when describing their experience with the social care
and mental health system was that of a ‘closed door’:
“Big changes led by the ministry may be alright, I don’t
know, but only experience matters. When you have the
experience, the doors are closed for you.” The transi‐
tions to independent life have remained the most burn‐
ing issue. The problem are rents, as the rental of a place
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to live is higher than a person’s disability pension. Social
assistance benefits do not cover other expenses, and it
is becoming ever more difficult to be eligible for them.
To put it simply, independent life is difficult to afford,
which is why many people are destined to live in insti‐
tutions or group homes or are barely getting by in their
parents’ homes. The problem is that systemic regulations
and legislation are not written from the users’ experi‐
ence (“The system puts up front some strange, ideal user
that does not exist”). At present, we can repeat once
again, in the words of Liz Sayce (2000, p. 83), “users
enjoy only the illusion of citizenship.” Their wish is to
encourage people to join them in resolving their shared
problems: “We depend toomuch on institutions, and we
learn too little from our own practice.” In the users’ pub‐
lic tribune (2 March 2021, via Zoom), it became clear
that during the Covid‐19 pandemic, of all the actors in
the field of mental health, it was the users who built the
human solidarity network to the greatest extent.

4. Between a Movement and a Seat on the Users’
Council: A Discussion on 35 Years of
Deinstitutionalisation and User Participation
in Slovenia

While returning to the main questions raised at the
beginning of this article, we also try to summarise the
main forms and characteristics of user participation and
the lessons learned in different periods. Unfortunately,
I could not mention all the user groups, initiatives, or
forms of participation, for instance, the support group
of voice‐hearers (Dekleva & Škraban, 2019) or one of the
oldest user organisations for the self‐help of people who
had experienced depression and anxiety; or literary auto‐
biographies that were eye‐openers forme (Ažman, 2007;
Lapuh Maležič, 2016).

The review of the periods reveals that historical
development was not always linear and did not neces‐
sarily proceed from a bad state of affairs to a better one.
Some levels of involvement were more forward in one
period and less in another, butwe have been able to iden‐
tify all levels (Crepaz‐Keay, 2014).

Looking back on the independent user alternatives of
the second wave and from today’s perspective, what sur‐
prises us is their autonomy, and their self‐confidence in
establishing independent services in areas—which even
now are firmly anchored in psychiatry (such as user‐led
crisis centre). They aspired to work with other users
and professionals to organise support for themselves,
and to have control in helping relationships. They were
aware of the importance of writing and finding their own
language to reclaim an autonomy to describe their dis‐
tress and what was helpful. They were important for the
creation of knowledge and methods, and thus for pro‐
viding the basis for later reform. The lesson from this
period is that permanent funding and training are cru‐
cial for sustainability of innovations, so much the more
for user‐led projects.

In a different context, after the year 2000, the begin‐
ning of the reform of the social care homes highlighted
the reflection about the ways of strengthening the influ‐
ence of people who had lived for decades in the pas‐
sive and mortifying roles of inmates in closed and secure
units. Movement and user‐led projects were in the back‐
ground during this period. But the innovations that devel‐
oped in this period were directly inspired by previously
acquired experience and knowledge (international stud‐
ies, user projects, camps, NGOs). Probably themost valu‐
able message of this period is that it is important—
when talking about user involvement in deinstitutionali‐
sation processes—not to overlook the users who are the
most seldom heard and least vocal about their needs.
The first barrier to overcome is the staff belief that peo‐
ple with severe mental health problems are not able to
contribute, when in fact they are if they are supported,
encouraged, and trained (Hernandez et al., 2010).

The United Nations Convention on the Rights of
Persons with Disabilities mainly brought the require‐
ments for the necessity of formal user representative
participation. This formal participatory mechanism is of
key importance and big achievement, but it will not be
able to become the tool of change if the awareness
about rights and the need to take action will not involve
a larger number of users. At the moment, there is still
a large gap between the declarative participation pol‐
icy and the lived participation experiences. Although we
have primarily highlighted tokenistic practices, there are
also good ones when users manage to use formal mech‐
anisms to influence something more than just confirm‐
ing the decisions of others. However, that gap is worth
remembering while it exists. In the meantime—this is
the good news—the autonomy and self‐confidence of
users’ voices is visibly increasing. Nevertheless, genuine
and routine channels for dialog must be established so
that users’ experiences and their proposals (i.e., from
user research studies) find their way to decision‐makers.
In the movement, from its beginning in the mid of 1980s,
users might participate more directly. Yet, the agenda is
still mainly led by activists who, while solidarising with
users, do not give up their position of the ‘Others’; in
other words, they are not ready to “transcend the tra‐
ditional division of roles into allies on the one hand
and those who need allies on the other” (Russo et al.,
2018, p. 1).

However, it should also be noted that even as we
write this article, some positive changes are taking place.
Not only positivemoves towards genuine deinstitutional‐
isation through a stronger political will than ever before,
but there are also some signs of direct visible effects of
the messages that have been sent out all these years.
One of the two institutions that are now undergoing
a transition, has set the empowerment of residents as
one of the priority goals. They are trying to achieve it
through regular assemblies of residents and staff on the
wards, through the board of users, through residents’
self‐advocacy groups, and by working closely with the
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Svizci user group which provides training for residents to
help them set up an advocacy group (and they are paid
for this). At the same time, extensive trainings for staff
who will eventually also ‘resettle’ from institutions is tak‐
ing a place—an important theme which we barely touch
in this article.

I see this as two achievements, firstly themainstream
institution has recognised the normally marginalised
user knowledge as necessary to its work, and secondly,
it has recognised user empowerment and participation
as a necessary dimension of the processes of deinstitu‐
tionalisation. In relation to the research questions, users
(at least some of them) here are involved in the dein‐
stitutionalisation process (while the Svizci user group
directly influences it), and they are gradually gaining
more contractual power. A gap between the declara‐
tive participation policy and the lived experiences of
participation here finally seems less wide here. The les‐
son learned here is that user empowerment and partic‐
ipation will not just spontaneously accompany organisa‐
tional change; it must be foreseen in deinstitutionalisa‐
tion policies, put in action plans, taken into account in
funding, and monitored.

Although we criticise that the users’ role within the
systems of help is not relevant enough, their role can also
get caught up in contradictions. The neoliberal frame‐
work of social policy presents a challenge for participa‐
tory practices. User participation, yes, sure, but in what?
In the responsibilisation of impoverished users for their
own well‐being? The secure units packed with people
do not lead the reflection towards the improvement of
approaches to work in the community but look for funds
to build new closed structures. Shall users participate in
decisions legitimising such newbuildings? Similar doubts
can be raised at the fact that institutions opposing dein‐
stitutionalisation are at the same time introducing pro‐
gressive emancipatory methods, such as self‐advocacy,
peer support, or users’ council in the units. In such cir‐
cumstances, the user participation seems a perverse con‐
cept and paradoxically contributes to further strengthen‐
ing the arguments for the existence of institutions. User
participation is, in my view, inevitably linked to deinsti‐
tutionalisation, and vice versa. It is inevitable to under‐
stand participation not as a ‘true’ but rather as a ‘con‐
tested’ term, terrain of political debate (Ferguson, 2011,
p. 57). By failing to recognise the conflicting agendas
in debates about it, there is a risk to limit its libera‐
tory potential.

5. Conclusion

Although deinstitutionalisation sometimes seems like a
matter of reorganisation, it has always been linked with
social movements. In today’s strange times, in which on
the one hand deinstitutionalisation has become a global
platform, and on the other, the renewed demands for
closing and coercion have entered areas where they did
not exist before, applying to ‘non‐normative’ groups at

the new social margins, we need a broader coalition of
deinstitutionalisation, alliances rather than allies (Russo
et al., 2018, p. 1), to resist these trends. Perhaps we
can start by reminding ourselves again that its real pur‐
pose is above all to open up society. But in doing so, the
first step is—to conclude with Diana Rose (2018, p. 738):
“To get rid of every last vestige of charitable but patron‐
ising approaches and be ready to face anger, suspicion,
and dark, sometimes shocking, humour.”
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