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Abstract: Civil society organizations play a vital role in setting the agenda in health and social rights
and in the development of innovative public policies. Spending cuts, however, challenge the capacity
of civil society organizations to innovate. Utilizing a case-study approach, this paper addresses the
role of civil society disability and mental health organizations as social innovators in Italy during the
economic crises. The first case-study concerns social housing for people with mental/cognitive impa-
irment. The second, concerns regional legislation for the introduction of Personal Assistance for peo-
ple with disabilities. This paper shows that civil society organizations continue to have the power to
innovate, but are relatively powerless to establish policy priorities at national level.
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Resumo: As organizações da sociedade civil desempenham um papel vital na definição da agenda so-
bre direitos sociais e de saúde e sobre o desenvolvimento de políticas públicas inovadoras. No entanto,
os cortes de gastos colocam em causa a capacidade inovadora das organizações da sociedade civil. Mo-
bilizando estudos de caso, este trabalho aborda o papel de organizações da sociedade civil que traba-
lham com a deficiência e a saúde mental enquanto inovadoras sociais durante a crise económica em
Itália. O primeiro estudo de caso diz respeito a habitação social (social housing) para pessoas com defi-
ciência mental. O segundo caso diz respeito à legislação regional para a introdução de assistência pes-
soal para pessoas com deficiência. Este trabalho mostra que as organizações da sociedade civil
continuam a ter o poder de inovar, mas têm pouco poder em estabelecer prioridades políticas a nível
nacional.

Palavras-Chave: organizações da sociedade civil, inovação social, saúde mental, deficiência.

Civil society organizations as social innovators in the fields
of mental health and disability

Since the 1960s, civil society organizations (CSOs)1 and activists in Europe have a
crucial role in defining mental health and disability issues, and in the development
of reforms of mental health policies and services (Gardien, 2012). CSOs have
played a role both in setting the agenda in the negotiation of meanings of health
and social rights, as well as in re-designing policies. They made a fundamental
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contribution by challenging the official definition of disability, which was rooted
in the “individualized medical problem” (Oliver & Barnes, 2012, p. 12). They also
contributed to the shift from a restrictive concept of health, focused on rehabilitati-
on, to a broader holistic concept (Barnes & Bowl, 2001; Barnes & Prior, 1995; Barnes
& Shardlow, 1996; 1997; Battams & Johnson, 2009; Hodge, 2005; Percy & Tirrell,
2004) and to the incorporation and increasing relevance of the social dimension
(Beresford, 2002; Oliver, 1981; 1996).

In this context, an alternative conceptualization of disability is based on “so-
cial barriers or social model perspective” (Oliver & Barnes, 2012, p. 12). The social
model2 shifts the emphasis to “disabled people’s common experienced of oppressi-
on and exclusion and those areas that might be changed by political action and so-
cial change” (Oliver & Barnes, 2012, p. 22). This led to a call for different policy
priorities and responses, and for society and local communities to be responsible
for recognizing and removing barriers. Thus, health and disability have become a
political concern and object of new rhetoric aimed at changing social and power re-
lations (D’Alessio, 2011; Gramsci, 1971).

In more detail, disability organizations have pioneered concepts such as
autonomy, choice, empowerment, individualization, user involvement and inde-
pendent living, which were subsequently set out in the United Nations (UN) Con-
vention on the Rights of Persons with Disabilities (CRPD) adopted in 2006 and
implemented in May 2008. According to the UN CRPD people with disabilities are
“those who have long-term physical, mental, intellectual or sensory impairments
which in interaction with various barriers may hinder their full and effective parti-
cipation in society on an equal basis with others” (2006, p. 3). In this study, disabi-
lity organizations are understood as CSOs “of people with disability” and mixed
organizations “of and for people with disability”.

Independent living includes “the opportunity to make choices and decisions
regarding where to live, with whom to live and how to live [and] … having the free-
dom of choice and control over one’s own life and lifestyle” (ENIL, n. d.). In Article
19 the CRPD recognizes the right of people with disabilities to live independently
and be included in the community, a right which is underpinned by the general
principle of the “full and effective participation and inclusion in society” set out in
Article 3.

The underlying philosophy of independent living entails that people with di-
sabilities are able to participate in the community. This requires the provision of
services and support inspired by individualization and user involvement to ensu-
re the full inclusion and participation of people with disabilities. Consequently, the
concepts of aid and social intervention have to change: “Help is organized on the
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principle that the disabled person should have as much control as possible over the
kind of services they receive, how they are organized and delivered, to fit in with
the person’s own aspirations and preferences” (Mansell, Knapp, Beadle-Brown &
Beecham, 2007, p. 1). This implies the involvement of users in the development and
management of services, which is being translated into a growing number of
user-led organizations working in the field of disability and mental health and in-
creasing role for users’ relatives groups.

The above principles, widely identified by people with disabilities as crucial
to their status as equal citizens, have redefined policy domains and introduced a
new perspective in the delivery of mental health and disability services. Disability
organizations have become agents of change in mental health and disability
policies.

Today, most disability organizations are active in both advocacy and service
provision (Desse, 2012) in a context characterized by rapid transformation in Euro-
pean welfare states and social policies (Bee & Guerrina, 2013; Kendall, 2011). The
shift from “welfare state” to “welfare mix”, the increasing use of contractual princi-
ples as regulatory tools (the “new contractualism”; Ramia, 2002, p. 51) and the ri-
sing welfare costs has led to new mixed models of delivery, which include
spin-outs from the public sector, associations, co-operatives, social enterprises and
new welfare partnerships, such as public-private partnerships. In addition, social
innovation, understood as a context dependent novelty in action which is usually a
“result of collaboration, creativity and a shared goal that is focused towards sustai-
nability and community orientation” (Weerakkody, Sivarajah, Irani & Osmani,
2014, p. 3) presents increasing relevance.

According to Phills, Deiglmeier and Miller, “to be considered an innovation,
a process or outcome must be either more effective or more efficient than preexis-
ting alternatives” (2008, p. 37). Unlike in other services and sectors, in the social po-
licies and social services sector, “the characteristics of novelty, improvement and
sustainability have to apply not only to new products (new social services, new
form of delivery services) and new ideas (new social work method, new governan-
ce, new organizations, new partnerships) but also involve the sphere of social prac-
tices and the underlying values of these” (Crepaldi, De Rosa & Pesce, 2012, p. 14).

The capacity of CSOs to innovate policies and service provision in mental he-
alth and disability in general, has been called into question by cuts in public spen-
ding following the recent economic downturn. The crisis has affected health
conditions, participation in society and standards of living for people with disabili-
ties. In fact, several governments in Europe have reassessed disability status, and
lowered benefits without consultation of people with disabilities (European
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Disability Forum, n. d.). In this scenario, the paradigm of social innovation promo-
ted by institutions, including European institutions, reinforces the role of third sec-
tor organizations in delivering public services. However, as stressed by some
authors, the social innovation paradigm can be used to foist the cost of social servi-
ces onto the third sector, and weaken the capacity of state-third sector partnerships
to find more efficient solutions to meet people’s needs. In this light, social innovati-
on appears as a functional reaction to market and State failure, revealing its “dark
side” (Phills, Deiglmeier & Miller, 2008) and is thus a controversial issue.

The article is structured as follows. The next section describes the aim of this
study and the mobilized methodological approach. Next, this paper overviews the
debate on mental health and disability issues and recent developments of the wel-
fare system and social policies in Italy. Following, the experience of innovative
social housing programmes for people with mental/cognitive impairment is pre-
sented. The next section describes local legislation to introduce personal assistance
for people with disabilities in Italy. The final section reports some concluding re-
marks and identifies future challenges for CSOs in promoting social rights and the
health of people with disabilities.

Aim and methodology

This study focuses on the Italian context and adopts a case study methodology. It
aims to investigate the influence of disability civil society organizations on mental
health and disability policy-making during the crisis, taking into account recent
developments in service provision and CSO-public relations.

Two case studies are presented. They illustrate policy change driven by CSOs
and different ways in which CSOs are currently involved in disability and mental
health service provision. In addition, these cases further show the impact of auste-
rity politics on the functions of disability organizations.

The first case is a social housing programme for people with mental/cogniti-
ve impairment. The second concerns regional legislation for the introduction of
personal assistance for people with disabilities. While the first reveals the develop-
ment of social innovation at an advanced stage, the second presents this develop-
ment in an early stage.

The selection and analysis of case studies was carried out using the methodo-
logical framework developed by the Consortium of the Innoserv project3, supple-
mented with new theoretical elements.

The starting point is a working definition of social and health service inno-
vation where innovation can be found in (a) a new or better service for an
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existing need; (b) an alternative approach for an existing need or new form of
delivery; (c) a new service for a new need; (d) a new form of governance, a new
form of resourcing, a new way of evaluation; (e) an increased professionalism in
service or new managerial methods (Crepaldi, De Rosa & Pesce, 2012,
pp. 106-107; De Rosa, 2012, pp. 34-35;). Innovation should address problems fa-
ced by society in changing social relations towards a more inclusive society and
should be able to create “public value” (Weerakkody, Sivarajah, Irani & Osmani,
2014). Furthermore, service innovation has a cognitive and relational content that
cannot be measured simply by economic criteria and indicators (Crepaldi, De
Rosa & Pesce, 2012, p. 15).

In both case-studies, criteria used for the selection in this study are: a) the in-
troduction of new social and user-centered approaches to the management of in-
clusion of people with disabilities; b) the presence of institutional innovation such
as a new law or regulatory framework; c) the engagement of user and/or user’s re-
latives’ organizations. The selection also reflects specific features of Italy, given
that mental health policies and disability policies in general developed indepen-
dently and are still nowadays distinct fields of action to a certain extent. The first
case-study concerns mental health and the second concerns disability. This leads to
mention of the ongoing international debate on the development of a social model
of mental health and distress to parallel the social model of disability, and on the
desirability and possibility of identifying a unified social model of mental health
(Beresford, Nettle & Perring, 2010).

Contextual analysis, relevant legislation and other documentation were car-
ried out for both case studies. For the first case-study, 10 interviews with professio-
nals and service users of residential projects were conducted. Interviews were
recorded and data were analysed using the emergent framework to group and
compare the data of different case studies within the Innoserv project. We then loo-
ked for similarities and differences between practices. Analysis was iterative and
progressive. A video was also produced within the Innoserv project to illustrate
the innovative practice and take into account the point of view of professionals and
service users involved. Visualisation enabled low cost sharing and exchange of
practice-based approaches as well as discussions at local level (e.g. with users and
practitioners), ensuring their involvement in scientific research. For the second ca-
se-study, the analysis is mainly based on grey literature because academic publica-
tions on the Italian context are not available.
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Key principles in practice in Italy

Along with the other Southern countries, Italy shares a Mediterranean system of
welfare (Ferrera, 1996) and a family-based model of care (Lewis, 1992). More speci-
fically, family policies and care remain, for the most part, in the private domain of
households, and are largely the responsibility of women (Evers & Laville, 2004,
p. 28). In what concerns the third sector, despite its long tradition and growth, its
role as a service provider remains limited, still presenting insufficient employees.
In 2015, the public health care budget was cut by 2 billion 350 million euros, and
such cuts have further exacerbated this scenario in Italy (Barbieri & Scherer, 2009),
with youngsters, women, people with disabilities and migrants being most at risk
of social and labor exclusion.

For several reasons, Italy differs from other countries in what regards mental
health and disability fields. First, Italy was one of the first European Member States
to shift care for people with mental/cognitive impairment from hospital to the
community by law, in the Basaglia reform of 1978 (Law nº 180/1978). This reform
also introduced social-based and empowering policies and an innovative cultural
and social approach to psychiatric illness. In addition, the Law nº 180/1978 marked
the end of “manicomi” (madhouses) for psychiatric care and the start of a process ai-
med at creating territorial structures for mental/cognitive impairment, outside
hospitals and within communities.

In parallel to the 1978 national psychiatric reform, there were several soci-
al-based and empowering initiatives targeted at people with mental/cognitive im-
pairment, largely attempts at residential communities, often managed by “social
solidarity cooperatives” (later called “social” cooperatives) (Borzaga & Santuari,
2001; Fazzi, 2011), and inspired by the independent living principle and the idea of
human dignity.

Regarding disability, since the 1970s numerous CSO initiatives have promo-
ted the idea of self-help/mutual aid (Borkman, 1999). This entails small groups of
users and/or users’ relatives that share their experiences in order to solve pro-
blems of participation in society, as well as the ideal of full participation by the peo-
ple with disabilities in society, including health, social and identity needs. This
type of initiative pioneered independent living initiatives and, often, was subse-
quently managed by social cooperatives, associations or foundations.

Secondly, civic initiatives for people with mental/cognitive impairment and
initiatives for rights relating to disability generally started and developed separa-
tely, in Italy. For many years, these were distinct phenomena, and they are still to-
day distinct to a certain extent.
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Thirdly, Italy is characterized by a limited implementation of the UN CRPD,
especially regarding deinstitutionalization and independent living. Although pro-
gress has been made, the implementation of deinstitutionalization continues to
present critical issues (Carli & Paniccia, 2011). These include the wide variation
between Italian regions (Malara, 2014), reflecting different territorial welfare mo-
dels as well as progress towards deinstitutionalization and community living.
Currently, the national government in Italy highlights priority targets and inter-
ventions for comprehensive local health services and mental health policy, and es-
tablishes the essential levels of assistance (LEA). These initiatives aim to guarantee
equity of care. The supply of mental health services and interventions are provided
by regional and local authorities which are responsible for planning and imple-
menting interventions. The institutional system is based on a definition of mental
health service user as psychiatric user according to the 9th International Classifica-
tion of Diseases (ICD-9-CM) of the World Health Organization.

The implementation of the Law nº 180/1978 was delayed by conservative po-
liticians, and in many cases official psychiatrist and clinical medicine organizati-
ons caused obstruction. In addition, recent studies reveal a serious shortage of
semi-residential and residential facilities, especially in southern Regions (ibidem).
In some areas, management of people with mental/cognitive impairment is an un-
solved problem and families continue to bear the brunt.

A further critical issue is the integration of health and social areas and the
availability of integrated support services, which affects the field of disability in
general. A significant reform was implemented through Law nº 328/2000, which
redefined the local social protection model in Italy and based it on the principles of
integration, public-third sector partnership and a holistic conception of the citi-
zen-user. But again, the reform is being implemented differently across Regions
and Municipalities in terms of levels of integration between public and private ac-
tors and between health and social services, and in terms of disparities in economic
resources.

The “First National Programme of Biennal Action for People with Disabiliti-
es”, developed by the National Observatory on the Condition of People with Disa-
bilities, highlighted the theme of a broad and structural reform of the current
Italian system of certification of the condition of disability. However, this pro-
gramme was found to be obsolete and complex, and to generate inequalities. In
fact, it was considered that “The Italian welfare system does not adopt tools to eva-
luate the disability consistent with the logic of the UN Convention, is of made ‘an-
chored’ to a medical and medicolegal vision (invalidity civil) or is still lacking in
methodological indications (recognition of handicap and severe handicap) or is
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strongly differentiated and fragmented (regional systems for the evaluation of
non-self-sufficiency) with the consequence that the access criteria to services and
the recognition of economic benefits tend not to consider the levels of activity and
participation appropriately of the person with disability” (2013, p. 8).

Another critical point, clearly showing how most of the UN CRPD is not be-
ing applied in real life, is independent living. With the exception of Law nº
162/1998, which mentions independent living, there is no specific law concerning
independent living at national level. The amended Article 39 of Law nº 104/1992
gave Regional authorities the power to implement indirectly managed4 assistance
programs, including personalized plans available on request, and monitor services
and their effectiveness. Although it had certain limitations, Law 162 was a turning
point. It showed a shift in social policy, and also allowed policy experimentation to
become more widespread. This occurred for example in Venice, and in Friuli Vene-
tia Giulia and Piedmont regions. In the following years, Italian legislation further
emphasized the role of regional authorities5 in planning, coordination and deli-
very of healthcare services, including mental health services, and each region set
up its own mental health system6.

Today, independent living projects exist, but as experimental projects at mu-
nicipal level, and they are still ancillary to health services, managed at regional le-
vel. So, there is a multitude of scenarios. While certain regions have a specific law,
in others, national legislation (exclusively guidelines for project management) es-
tablishes and governs independent living projects.

Social housing for people with mental/cognitive impairment
in Italy

The first case-study concerns housing and accommodation. The project Residenzia-

lità Leggera (“Light residential project” for people with mental/cognitive impair-
ment) in Milan, run by the Aiutiamoli Foundation, is an example of an innovative
service and state-third sector partnership in the context of reduced public spen-
ding. It comprises integrated housing, social and health services for mental health
rehabilitation and is made possible by multi-level governance. The target group in-
cludes people with mental/cognitive impairment who are not able to live autono-
mously in their homes.

The project began during the 1980s and was set up and designed by an associ-
ation consisting of users’ relatives and professionals. This association subse-
quently became the Aiutiamoli Foundation. The association aimed to respond to
the needs and concerns expressed by relatives of people with mental/cognitive
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impairment. Initially, users were provided with low-rent sheltered accommodati-
on consisting of five bedsits, one occupied by a social worker, located in the outs-
kirts of Milan. This project resulted in two or three patients being able to develop
an independent life. However, the social worker left the project, and lack of fun-
ding and difficulties in the relationships with local services can account for the pro-
ject not to be considered as a full success.

In 2008, the project was redesigned thanks to new regional legislation,
which reflected a paradigm shift in the mental health sector. Regional Law
nº 6789 (Lombardy Region, 2004) on “Redevelopment of psychiatric patients’ re-
sidential accommodation” introduced small-scale basic residential projects to
support autonomy for people with mental/cognitive impairment through living
outside residential structures. The law allowed for differentiation in community
intervention.

Implementation of such individualized programs is based on finding appro-
priate housing solutions and appropriate forms of social support for the subject
concerned. In practical aspects, the “Light residential projects” have been mana-
ged by CSOs and private organizations in partnership with public authorities. As
determined by the Regional Plan on Mental Health (DGR 17513 of 05/17/2004), an
experimental basis was set up including:

— a new type of residential structure called Rehabilitation Psychiatric Commu-
nity in Medium Protection (CRM);

— “Light residential accommodation” health programs provided by accredited
actors to supply housing solutions for resident users. The Regional Plan spe-
cifies that housing solutions need to be found preferably within the local net-
work. “This type of accommodation facility will comply with the instructions
of the DM 14.01.1997. These new models of residential psychiatric need a
phase of monitoring and verification of the organizational and operating pro-
cedures” (Lombardy Region, 2004, p. 2).

These residential projects are funded by public authorities, Lombardy Region for
the health part and the municipality of Milan for the social part. In this “Light
housing”, users in groups of three to five live daily life together, share resources
and opportunities, and can rely on professional support, in collaboration with
community services.

In 2013, when the case study was conducted, the Aiutiamoli Foundation was
carrying out two “Residential” projects in a partnership between the public and
third sector. The projects were started in June 2010 and renewed in the following
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years. They were a fixed element in regional planning and fully included in public
mental health services. It is important to note that the psychiatric budget of the
Lombardy Region was not reduced during the crisis.

Specifically, the Foundation offered two types of housing solutions: living in
group homes and living alone. The apartments are located in the same building in
Molise-Calvairate, a disadvantaged suburb of Milan.

The “Clessidra” project (living in group homes) is also managed by the Aiuti-
amoli Foundation and is carried out with the Department of Mental Health of the
Fatebenefratelli Hospital of Milan. This project provides “Light residential accom-
modation” for 14 people living in three apartments in the center of Milan.

Moreover, the Foundation has another apartment thanks to the donation
of a user’s family (“Aquilone project”). In the “Aquilone project” (living alone),
the foundation manages five public housing units where eight users can live in-
dependently in the outskirts of Milan. Bedsits are considered the most suitable
accommodation for users who have difficulty sharing accommodation with ot-
her people. These users already have residential experience, and, in some cases,
are on the waiting list for subsidized council accommodation. For both the pro-
jects, staff and peer support are available. There are two strategies in place to
prevent isolation of users: (a) daily visits by a social worker to each apartment;
(b) informal weekly meetings between the operational coordinator of the pro-
ject, the operators on duty and all the users, to discuss both positive and critical
aspects. These meetings are held in the different accommodation units in
rotation.

The service aims to meet the need of people with mental/cognitive impair-
ment to live independently, either in a shared apartment or in a home. As noted in
the FRA Report (2012), living arrangements and support in daily living represent
key areas of intervention to ensure a gradual transition to independent living and
inclusion in the community for people with mental health issues. The service is a
good example of a responsive social action in mental health.

The “Light residential project” represents a new model of integrated resi-
dential psychiatric service. Thanks to the presence of two types of expertise, on
social rights, related to citizenship rights, and on health, related to rehabilitati-
on, it constitutes a middle ground between purely territorial and purely citi-
zenship aspects. There is also integration between the social and health sectors
from the point of view of funding, which is supplied from both. It is also impor-
tant to stress that innovation emerged from citizen-led initiatives (self-help or
mutual aid logic/social care logic, and then multi-stakeholder logic), and was
subsequently supported by changes in the framework of local legislation,
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reflecting a paradigm shift in the mental health sector. Associations were able to
play a key role as agents of change, reflecting the fact that CSOs have existed for
over twenty years in the area, and were solidly rooted in the community. Inno-
vation was possible in a context marked by the start of the process of deinstituti-
onalization, where new social services were being planned to meet new and
unmet needs. The original association became a point of reference in the Milan
area, and was able to adapt to the context and the need to raise funds by diversif-
ying their activities, creating a network, and setting up what became the Auitia-
moli Foundation.

The Foundation today is still a reference point in Milan and the metropolitan
area in the field of mental health. It is part of the organizing committee Mental He-
alth Campaign, a network of more than sixty associations in the region of Lom-
bardy. This type of consolidated network was a key factor in the efficiency of the
practice. Associations involved in the “Light residential project” can rely on a vast
network of public, private and third sector actors, ASL (Local Health Units), Regio-
nal governments, CSV (voluntary civil service groups), various foundations and
associations are all involved. The collaboration and coordination of these networks
and partnerships concretely yield advantages for users.

The users perspective on housing is another key aspect. The “Light residenti-
al service” facilitates a process of autonomy and empowerment for users. In con-
trast with traditional community intervention for provision of accommodation,
“Light residential accommodation” is innovative in that it provides flexible soluti-
ons in residential psychiatric care following an individualized approach. When
users are invited to take part in the “Light residential project”, factors including
their different needs and personal histories as well as the type of housing, alone or
in a group, are taken into account.

To sum up, the main features of the projects are: (a) the partnership between
profit and nonprofit organizations, public, private and third sector organizations
(Osborne & Chew, 2008; Pestoff & Brandsen, 2009); (b) integration between social
service approaches, sectors, professional expertise (health and social sectors) and
the combination of different lines of funding. Easy access to housing for people
with mental/cognitive impairment is a typical example of the blurring approach.
The “Light residential project” is, in fact, integrated with other activities carried
out by Aiutiamoli and day centers; (c) rehabilitation; and (d) the knowledge and
use by the user of the territory. Other significant aspects are the centrality of the
user and active role of the user’s relatives and networks.

Despite the effects of the crisis on public spending, this case demonstrates a lo-
cal example of the involvement of CSOs in service delivery in terms of “particular
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potential of identifying the needs of citizens” (Bode & Brandsen, 2014, p. 1056), and a
more cost-efficient delivery through the integration of more services and lines of
funding. If, on one hand, legislation is an enabling factor of welfare innovation, on
the other hand, it is at multi-level and requires coordination of various actors in or-
der to avoid “dispersion of resources and often confusion in users or/and too much
bureaucracy” (ENIL, 2015, p.1).

The main challenge is to scale up and replicate the experience in other towns
and regions in order to meet all the needs of people with mental disabilities.

Main results from interviews

Interviews with social workers, manager and users of the project “Residenzialità
leggera” were carried out in 2013. A video was also produced reporting the experi-
ence of those living in the “Aiutiamoli housing”7.

According to operators and social workers, the main obstacle faced by the
project was guaranteeing continuity of staff. Instead, from the point of view of the
manager “the main challenge for the operators is to balance protection and respect
for the freedom of the citizen-user” (Interview, line 15, 2013).

A key success factor, on the other hand, is that “the duration of light residenti-
al intervention is flexible and an extension can be requested” (ibidem). However,
the manager continued, “the time dimension is very important. Interventions must
have timing, including in giving the structure to the user. This also gives more
hope in the case of stabilized situations” (ibidem). The manager reported that the
service raises the level of awareness and acceptance of mental impairment by
young users. In some cases, young people involved in “Light residential projects”
have subsequently accepted further help and entered a community. Great attenti-
on was paid to the placements. The project manager reports “Patients who already
have social relationships and friendships are chosen. Nevertheless, it took time to
find effective strategies to make the 5 bedsits communicable” (Interview, line 10,
2013).

Interviews with users revealed that the group, comprising other users and so-
cial workers, has a protective and supportive function. A critical point identified
by users was anxiety about the future, although they stated that the experience of
living independently increases confidence with daily domestic activities and their
potentialities. Users stated the “Light residential project” impacted on their capa-
city to plan for the future, as well as their current health and quality of life. In parti-
cular, one user stated he wanted to find a job and have a family (Interview, line 22,
2013).
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Personal assistance for people with disabilities in Italy

The second example of welfare innovation driven by CSOs, is the introduction by
law of the figure of Personal Assistant for people with disabilities, and innovation
inspired by the paradigm of independent living.

As set out in Article 19 of the UN CRPD, a Personal Assistant can be distin-
guished from other types of services by the following characteristics: (a) “the servi-
ce user is the customer or the boss”; (b) “users have the option to custom-design
their own service, which requires that they are able to decide who will work for
them, which tasks they will perform, at which times, where and how”; (c) “users
are free to choose their preferred degree of personal control over service delivery”;
(d) “the funding follows the user, not the provider, and should be set at market le-
vel to allow recruitment of assistants on the open labor market, as opposed to
among family members”; (e) “for a personal assistance policy to be effective… it
needs to be combined with other policies around independent living… there
should also be provision for peer support” (ENIL, 2016, pp. 1-2).

Since 1989, European states have implemented in different ways the princi-
ples of personal assistance, translating them into a variety of practical solutions. In
Italy, the independent movement is fairly recent, like Independent Living Centers.
The Italian branch of the European Network on Independent Living (ENIL) was es-
tablished only in 1991 and in 1996 ENIL-Italy published the Manifesto of Indepen-
dent Living based on and clarifying the core concepts of this paradigm, including
personal assistance.

A national law covering personal assistance and independent living is lac-
king, and because each region has autonomy in creating its own legislation, the
availability of the service depends on the particular municipality. Figure 1 gives an
overview of the situation in 2010 in terms of personal assistance, and reveals great
differences between municipalities (ENIL, 2015).

With the recent crisis, the government mobilizes the “rhetoric of austerity”
and has recently reduced funding for independent living and personal assistance
for people with disabilities. There have been heavy cuts in public spending at nati-
onal level. Since 2009, transfers of money to municipalities to finance social spen-
ding have suffered drastic reductions, mainly due to cuts to the National Fund for
Social Policy. According to Istat (2016), in 2013 resources allocated by the munici-
palities to the welfare territorial policies amounted to about 6 billion 800 million
euro, of which 24% was for disability.

Budget constraints are an important factor in reducing the influence of CSOs.
According to ENIL, limitations such as the introduction of part payment of costs and
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corruption in the last 5 years have restricted the use of personal assistance: “Politicians
support institutions and foundations giving charity type assistance in order to get eco-
nomic support and/or percentages in earnings” (ENIL, 2015, p. 3). Overall, the num-
ber of users has increased in Italy, but funding for each user has decreased. In addition,
most local authorities do not have enough resources to cover all individuals who need
personal assistance and only part of them receive it (ibidem). According to ENIL
(2013), Sardinia has approximately 1000 users of personal assistance programmes, La-
zio 400, and exclusively located in Rome, Tuscany 300, of which about 100 users in Flo-
rence. Emilia Romagna has 50, Marche 50 and Abruzzo 20 (ibidem, p. 11).

Several local authorities have also taken austerity measures and protests took
place. This occurred, for example in the region of Tuscany, where ENIL organized
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Figure 1 Italian regions with implemented personal assistance programmes (2010)

Note: The Law on Independent Living was approved in Basilicata, but its underlying projects are still not

implemented. Source: Consequor, available at

http://www.consequor.it/Regione/DelibereAltreRegioni/delibere2.htm; retrieved on 22/01/2018
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a protest against the re-distribution of public resources and put forward the follo-
wing demands: increased funding for independent living; accounting of costs
using self-certification; no payments for social services by people with severe disa-
bilities and close family members, and the use of European structural funds for in-
dependent living for people with disabilities (ENIL, n. d.).

In face of the cuts in social services, CSOs were the only actor active in campa-
igning for legislation and personal assistance services that would underpin the
philosophy of independent living with important achievements. In different regi-
ons, activists and groups of people with disabilities claimed indirect assistance as a
precondition for independent living.

One of the most interesting examples of social innovation in this field is the
approval of a Regional law on Independent Living and the introduction of Perso-
nal Assistance for people with disabilities in Abruzzo, in 2012, (Regional Law nº
57/2012). Disability activists and independent living organizations proposed the
law and campaigned for its approval, and Abruzzo became the second Italian Regi-
on to have legislation on independent living.

The law states that “independent living means the right of persons with disa-
bilities to self-determination and control of their daily lives and their future. Inde-
pendent living is achieved primarily through self-managed personal assistance or
the assistance of one or more personal assistants” (Regional Law nº 57/2012, p. 1).
According to the resources available from the regional budget, the Region, at the
request of the social agencies identified by the Regional Social Plan, allows the di-
rect implementation of projects of self-managed personal assistance based on to
the provision of annual funding. In addition, the law states that “self-managed per-
sonal assistance is achieved through the implementation of aid programs, based on
custom designed plans, presented annually to appropriate institutions, including
those in the municipality where the user resides, and managed by the recipients”
(ibidem).

In conclusion, we have seen that CSOs played a key role as agents of chan-
ge in the first case (“Residential — Light residential projects”). This reflected
the fact that CSOs have existed for over twenty years in the area, and have been
deeply rooted in the community. Innovation was possible in a context of the
start of the process of deinstitutionalization, where social services were being
planned to meet new and unmet needs (De Rosa & Pesce, 2013). Innovation
emerged from citizen-led initiatives (self-help or mutual aid logic/social care
logic, and then multi-stakeholder logic), but was subsequently supported by
changes in the framework of local legislation, reflecting a paradigm shift in the
mental health sector.
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CSOs in partnerships with public sector were the driving force of social inno-
vation because they were able to: a) change social relations between individuals,
intra-group and between social groups in order to change the “regimes of inequa-
lity” (Moulaert, 2009, p. 17); b) meet the needs of deprived and disadvantaged
groups of citizens (Moulaert, 2000; Moulaert, 2009); c) guarantee a democratic go-
vernance and a civic leadership (Hambleton & Howard, 2012) in the delivery of pu-
blic services.

This experience highlights how social innovation may also involve “old ide-
as” adapted to new contexts and times. “Light residential projects” are more inclu-
sive services than residential structures and comprise integrated social and health
intervention, and help a gradual transition to independent living and inclusion in
the community. They offer living arrangements outside residential structures and
support daily living, as well as social networks with other users and resources of
the territory.

The second case-study shows how socially excluded actors can be given voice
in negotiations and policy making, and how they can mobilize resources in a con-
text of limited resources and decreasing costs. Informal knowledge of disability or-
ganizations and users are key factors in recognizing and utilizing local resources.
Users not only contribute to the development and identification of the service but
also to the approval of a law that guarantee an innovative service entailing a
non-traditional relation between users and assistance.

Future challenges

Since the 1970s, CSOs and social movements have played a crucial role in defining
mental health and disability issues, and have contributed for reforms of mental health
policies and services in Italy and around the world. Civil society activism and the in-
volvement of users’ relatives have also contributed for the setting up and develop-
ment of priorities, planning programmes, projects and policies. Activists for mental
health and disability rights have also shown that they can create solidarity, promote
mutual help schemes and empowerment, and mobilize community resources.

The main challenges for CSOs in the field of mental health and disability have
been to change public discourse and influence public opinion and initiate a para-
digm shift from a medical to a social model, downplaying stereotypes, and promo-
ting an updated role in society for people with disabilities. These are today
consolidated achievements.

In Italy, where disability and mental health policies have tended to develop
separately, and are still today, to a certain extent different fields, it is a challenge to
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raise individual user aspirations and expectations of an independent lifestyle, and
to favor social inclusion and personalised assistance for people with disabilities,
including people with mental/cognitive impairment. In this context, the develop-
ment of a unified social model of disability, including mental health (Beresford,
Nettle & Perring, 2010), may provide a stronger basis for advocating social rights to
integrated and territorial health and social services and benefits, taking into ac-
count the European Pillar of Social Rights8. But even at national level, it is clearly
important for public administration to take responsibility for services and housing
solutions for people with mental/cognitive impairment and to ensure equal access
across the country.

Greater attention to the social model might also counter the risk of the “priva-
tized” view of individual autonomy as economic independence or participation. In
addition, it should contribute to search for new strategies and partnerships with
the public sector. This would help to shape and deliver a new generation of innova-
tive user-led and co-produced public services, and avoid the risk for CSOs of mar-
ketization and burocratization. The case-studies carried out in Italy show the
importance of a tradition of civic initiative and third sector-public partnerships in
guaranteeing an active role for CSOs in the development of public policies.

Nevertheless, the effects of the crisis and the prevailing discourse of austerity are
severely challenging the capacity of disability and mental health movements and or-
ganizations to shape national and European agendas, and the allocation of resources.
Budget constraints and deteriorating public finances are pressuring social protection
expenditure and welfare services, particularly in the care sector. This may cause a de-
terioration of the quality of services, while declining levels in funding may weaken the
capacity for voluntary and civil society organizations to support people and commu-
nities (Reuter, Coudray, Freiberga, Laino & Rapo, 2014). Overall, we have found that,
on one hand, the disability movement continues to have the power to establish what
the goals of disability policy should be, but it has been relatively powerless to establish
policy priorities at national level and prevent the rolling back of public provision whe-
re austerity narratives have taken hold. The two case studies presented here show that
to face this challenge, new partnerships between actors and sectors, between different
sectors for example, could be important in shaping and delivering a new generation of
user-led and co-produced public services even in the context of austerity. We feel that
more attention should be paid to new kinds of relationships where profit and
non-profit organizations interact in satisfying unmet needs, combining sustainability
and community orientation.

These findings should stimulate a debate within the disability and mental
health movement on strategies to warrant institutions to adopt participatory
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budgeting and guarantee the role of CSOs as decision-makers themselves. This
strategy should probably rely on promoting renewed attention to the social mo-
del of disability, combined with a vision of economic and policy intervention.
Promoting a social model of disability implies promoting non-standardized in-
tervention targeted at the people with disability and the mobilization of natio-
nal and local networks of actors in their implementation.

The emergence of “Mad Pride” in Italy, in Turin in 20119 is an important deve-
lopment. Mad Studies are in fact important in keeping attention levels high and pro-
viding opportunities for “critical discussion of mental health and madness in ways
that demonstrates the struggles, oppressions, resistance, agency and perspectives
of Mad people to challenge dominant understandings of ‘mental illness’” (Castro-
dale, 2015, p. 3). As noted in Mad matters: A critical reader in Canadian mad studies“,
Mad Studies can be defined in general terms as a project of inquiry, knowledge
production, and political action devoted to the critique and transcendence of
psy-centred ways of thinking, behaving, relating, and being” (LeFrançois, Menzies
& Reaume, 2013, p. 13).

The crisis has revealed the weaknesses of neo-liberal model of economic and
policy intervention and, at the same time, the strengths of CSOs. Sharing a common
vision of an “economy that meets every day needs by providing taken-for-granted
services and goods such as care, telecommunications or food” (Bentham, Bowman,
de la Cuesta, Engelen, Erturk, Folkman, Froud, Johal, Law, Leaver, Moran & Willi-
ams, 2013), should be at the core of further action in the field of disability and mental
health. A new view of spending implies meeting social needs through hybrid part-
nerships and innovative funding strategies, based on local sustainability and com-
munity-orientation. This could provide a counterargument to public and private
business models and put the focus on a social planning and development model, fol-
lowing the perspective of social innovation.

Another critical point is the different roles of public sectors with impact on
the capacity of CSOs to act as agents of change. The presented case-studies illustra-
te different strategies used by CSOs to increase the involvement of public sector,
which could be particularly useful to guarantee, in the long term, that new issues
are included in the policy agenda. The persistent variations between Italian regi-
ons, which continue to reflect different levels of progress in the fields of mental he-
alth and disability, could be overcome if the public sector takes the role of ensuring
consistency of policy, and presents a clear view of the roles and responsibilities of
the different actors. Overall, the public sector could be required to re-frame social
policy.
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Notes

1 The World Bank defines CSOs as “the wide array of non-governmental and
not-for-profit organizations that have a presence in public life, expressing the inte-
rests and values of their members or others, based on ethical, cultural, political, scien-
tific, religious or philanthropic considerations. CSOs therefore refer to a wide of array
of organizations: community groups, non-governmental organizations (NGOs), la-
bor unions, indigenous groups, charitable organizations, faith-based organizations,
professional associations, and foundations” (World Bank, n.d.).

2 Because disability does not concern the individual, the term “disabled” implies that
people with an impairment are “rendered disabled” by the society where they live,
and not that they are born disabled. Although over the years the social model has
been criticised (Dewsbury, Clarke, Randall, Rouncefield & Sommerville, 2004; Gabel
& Peters, 2004), because of the distinction it makes between impairment and disabi-
lity (Oliver & Barnes, 2012), it remains a pragmatic starting point for studies on disa-
bility. The capability approach is a valid alternative, capabilities are seen as a combi-
nation of skills and context and this overcomes the dichotomy individual/society
(Burchardt, 2004).

3 The Innoserv project (Innovative Social Services platform Project developed under
the 7th Framework Programme for Research) was carried out from 2012 to 2013 by a
Consortium of 11 partners (Universities, NGOs, networks of experts). The project in-
cluded a review of the literature, in 13 languages, which showed current trends and
directions of innovation in the social sector in Europe, distinguishing between the fi-
elds of welfare, health and education. The literature review identified criteria for
identifying innovative practices. A total of 167 innovative practices were selected in
different countries. Next, in-depth studies were made and selected innovative practi-
ces were investigated using the case study approach. Finally, short videos of innova-
tive practices were made in order to facilitate and guide discussion with local stake-
holders, European experts and academics. The final outputs were a research agenda
and a platform for practitioners, users, policy makers and scholars in Europe
(http://innoserv.philnoug.com; http://siresearch.eu/public-innovation/pro-
ject/innoserv).

4 In Italy, “direct assistance” is when public institutions are in charge of care. When the
user takes responsibility, this is called “indirect assistance” or “indirect payments”.

5 Legislation and guidelines include for instance “National guidelines for mental he-
alth” (2 May 2008); “Decree 15 October 2010: National Information System for MH
(SISM)” for collecting data from Regions based on individual records (implemented
in 2012); “Guidelines for treatment of autism spectrum disorders in children and ado-
lescents — National Institute of Health” (October 2011); “National guidelines in the
field of pervasive developmental disorders with special focus on autism spectrum di-
sorders” (November 2012); “National Action Plan for mental health” (January 2013);
and “Introductory document on residential facilities for mental health in adults”

84 Eugenia de Rosa

SOCIOLOGIA ON LINE, n.º 16, julho 2018, pp. 66-89 | DOI: 10.30553/sociologiaonline.2018.16.3



(October 2013).
6 Regional authorities are responsible for providing health care, whereas local govern-

ment (Municipalities, social-healthcare districts) plan, manage and provide social
services. Since the reform of Section V of the Constitution (Constitutional Law of 18
October 2001 Nº 3) regional authorities have taken more responsibilities for healthca-
re and have acquired legislative powers in social assistance.

7 Available at https://www.youtube.com/watch?v=3VrgjebZW-8.
8 A first, preliminary outline of what should become the European Pillar of Social

Rights was presented by the European Commission on 8 March 2016. The prelimi-
nary outline is divided into the following three main categories: equal opportunities
and access to the labour market, fair working conditions and adequate and sustaina-
ble social protection.

9 “Torino Mad Pride” is an organization of users/survivors/ex-patients of the mental
health system. One of its most important initiatives in September 2014 was setting up
a “Linkedin dei matti” (Linkedin for mad people). The site offers two different regis-
tration forms, dedicated to those who want to offer or look for a job.
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