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ABSTRACT

The research hypothesis of the thesis is that ‘f@@narticipation in the co-creation of the
services and environment, makes life easier fomemalble groups”, assuming that the
participatory approaches are processes of posaittiens and changes aimed at facilitating
people’s lives. The adoption of these approachgasiisorward as the common denominator of
social innovative practices that supporting inclasprocesses, allowing a shift from a medical
model to a civil and human rights approach to diggb

The theoretical basis of this assumption finds supjp many principles of Inclusive Education,
in particular its fundamental task to ensure thatdains achieved for a person in a problematic
situation becomes beneficial for all.

In the hypothesis of research the main focus ipaticipatory and emancipatory approaches, as
tools for facing emerging and existing problemsatedl to social inclusion, accessibility,
involvement in the design processes including tie played by vulnerable groups - in particular
people with disability - as active citizens.

The framework of reference for the research isasgmted by the perspectives adopted by several
international documents concerning policies ancerugntions to promote and support the
leadership and participation of persons with dig#ds and their families.

In the first part of this research an in-depthréitare analysis of the main international academic
publications on the central themes of the thesssbe®n carried out.

In particular the analysis addresses the frameetdrence for the definition of the terms
“disability and inclusion”, underlying the differemodels of intervention with disability - from
Charity to Civil and Human Rights model, considgrialso different approaches and the
movement of the Disability Studies.

After investigating the framework of reference, @ealysis focuses on the main concepts and
tools of participatory and emancipatory approachasking at methodological aspects for an
inclusive research, which are able to connect tregg@moaches with the concepts of active
citizenship and socially innovative actions.

In the second part of the thesis two case studi@serning participatory and emancipatory
approaches in the areas of concern are presemg@nalyzed as example of the improvement of
inclusion, through the involvement and participatal persons with disability.

The methods of survey used in this thesis wererditire analysis, questionnaires, interviews,
Living Lab and focus groups, addressed to differgmies of professionals in the field of
disability. This aspect has strengthened the iideiglinary approach of research, allowing the
investigation of the themes from different pointsvigw, integrating the field of education with
those of design, ergonomics, rehabilitation meaicpsychology, assistive technology and ICT.
To conclude, this thesis contributes to providingn@wledge-base that fosters a shift from a
situation of passivity, sickness and patient careatnew scenario based on the person’s
commitment to active role and participation in dt@boration of his/her own project of life.

Key words:
Inclusion, participatory and emancipatory approacheailnerable groups, active citizenship,
social innovation, civil and human rights.
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INTRODUCTION

The theoretical point of view adopted in this resbdor analyzing emerging
and existing problems related to inclusion, pgration and accessibility by
vulnerable groups is based on the Inclusive EdacaiyNESCO, 2000). The
choice is strictly related to its objective, thansists in contributing to building
a civil society, able to support a culture of dsigr, social inclusion and
accessibility for all. Operating against a cultwe exclusion, recognizing
different identities, providing people in problemsatsituations with the
adequate support to be able to define her/his grojelife, considering needs,
objective and rights as the central position.
When | refer to the “vulnerable groups” | assume dlefinition provided by the
Social protection and Social Inclusion Glossary the European DG
Employment, Social Affairs and InclusioThis definition — also adopted also
by the European Quality Assurance reference framewor Vocational
Education and Training (EQAVET) - considers as weudble “groups that
experience a higher risk of poverty and social esicn than the general
population. Ethnic minorities, migrants, disabledople, the homeless, those
struggling with substance abuse, isolated eldedggie and children all often
face difficulties that can lead to further sociadckision, such as low levels of
education and unemployment or underemploynient”
Taking into account that vulnerability involves sea interrelated dimensions,
such as:

a) individual capacities and actions;

b) the availability or lack of intimate and instrumealgupport;

c) the neighborhood and community resources that raapithte or

hinder personal coping and interpersonal relaliggss(Mechanic,
2007).

The practical dimension of the Inclusive Educatimuld be the link between
different dimensions.

This is due to its intrinsic characteristic to b@npted to inclusion (preventing
exclusion), empowerment, participation and emaricpain order to allow
everyone to have a place and a role in societyrdbess of her/his condition.
In this sense, Inclusive Education considers asuitsdamental task to ensure

! Available at:http://ec.europa.eu/employment_social/spsi/vulreraiyoups _en.htm
2 Available at:http://www.eqavet.eu/gc/gns/glossary/v/vulneraipiedp.aspx




that the gains achieved for one person in a vubteraituation become
beneficial for all.

If I wish that the results of my research could énavpositive impact on issues
of education, providing evidence to the fact thatipipatory and emancipatory
approaches operationalize the concept of IncluBigecation. Contributing to
reduce exclusion from culture and community, thisrefore necessary to make
a confrontation with:

- new theoretical framework of planning, includingiee citizenship, self-
determination and empowerment;

- new ways of understanding complex issues, such agssibility,
exclusion and barrier free environments;

- new hopes, such as participatory and emancipatgrgroaches,
information communication technologies (ICT hencefard), assistive
technologies (AT henceforward), Design for All (Difenceforward) and
socially innovative actions.

The research framework is complemented by intesnati documents and
orientations as stated by the European Union (Et¢dferward) ratification of
UN Convention on the Rights of Persons with Disabd (UNCRPD
henceforwarg), in which the EU recognizes the importance ofrédization of
development programs, inclusive and accessibleetsops with disabilities
(Article 32).

The intent of using participatory and emancipatapproaches for inclusion
and accessibility, particularly in the area of difity, responds to the precise
indication of the Madrid Declaration (EU, 2002) goomote and support the
leadership of persons with disabilities.

The focus on these approaches - as possible institsnfior the development
and implementation of services, products and enuients (Manoukian, 2005)
- will also be aimed at highlighting and valorizitige pedagogical assumptions.
Considering what is stated in many internationad &uropean documents,
these approaches are assumed to be a set of cantmep$ and methods that
can support the shift from the conception of a m&dmodel to one based on
civil. and human rights (UNESCO, 1995jor the development of social

3 UN, 2006. Convention on the Rights of Persons Wigability, G.A. Res. 61/106, Dec. 13,
2006

Available at:http://www.un-documents.net/a61r106.htm

* “Persons in special needs must be full participamte bodies and procedures by which
both general laws and policies, as well as dis&p#ipecific ones are formulated. This is
essential for ensuring the responsiveness, legitynaad effectiveness of such laws and
policies, as well as reflecting the rights of parsdn special needs to full participation in the




innovative actions aimed at enhancing autonomy,ivectcitizenship,
accessibility and inclusion (Oliver and Barnes,@hd 2012).

The research hypothesis is thah open participation in the co-creation of the
service and environment, makes life easier for emable groups, and
assuming that the participatory and emancipatogyragcthes are processes,
rather than outcomes, of possible actions and @sam@gned at facilitating
people’s life. The adoption of these approachgsuisforward as the common
denominator of social innovative practices that psufs the shift from a
medical model to a civil and human rights model iofervention with
vulnerable groups.

As reported in the definition quoted above, the imadnerable members of
society are ethnic minorities, migrants, elderlyope, children, women and
persons with disability. In this research | wilfee mainly to persons affected
by physical, sensory and intellectual disabilityhaugh many aspects outlined
in the following chapters are relevant to all peso

This thesis attempts to demonstrate that by fatitity participation starting
from the first step of planning, it's possible testgn and develop services,
products or environments that are easier to usijdive and accessible for all.
This means providing the possibilities of partitipa in certain areas (e.g. the
design of buildings, employment, education, leisuresommunication,
independent living, etc.) and fostering the empomeastt of people, generating a
spill over into other spheres of life.

This can support the transition from one methodhtdrvention, characterized
by a situation of passivity and patient care, te based on inclusion, civil and
human rights, active citizenship, participation agmancipation. Where the
person’s project of life, needs, desires, objestiaad expectations are at the
centre of the process.

In this thesis | will try to link the theoreticabmt of view of participatory and
emancipatory approaches with concepts, tools antdade aimed at supporting
the inclusion of vulnerable groups (chapter 1 and 2

New concepts, tools and methods, such as: PatticipBesign and Living Lab
(in chapter 3 and 6 - “case study 1”), Emancipafesign and Life Coaching
method (in chapter 3 and 6 - “case study 2”), Dedigr All and Social
Innovation (in chapter 4 and 5) have been analyretiused to complete the
framework of reference in which the interactionsdshon the participation and
emancipation may lead to a more effective inclusi@cilitating the life of
people through their active and participative iweohent in the design
processes of services, products and environmeetauBe the quality of life,

life of the community, including all forms of pubtiecision-making”’In Review of the present
situation in special needs education. Paris: UNESI205.



one of the more important social and health outsynie associated with
participation (Elliott & Barris, 1987; Patrick, Kne, Engelberg, & Pearlman,
2000; Levasseur, Desrosiers, & Noreau, 2004).

Over the years, many patrticipatory approaches baea developed to support
not only the participation in technology design,t they have become
increasingly engaged in different spheres of ewvayyde and no longer solely
concerned with the workplace and technology. Irs thiay participation
includes a diverse collection of principles andcpicees aimed at making
technologies, tools, environments, businesses awihlsinstitutions more
responsive to human needs.

Although a precise definition of participation @tcomplex to provide due to
the variety of meanings that it can assume. F& tdason | wish to adopt a
simple definition suggested by Pateman, accordmgwhich participation
“must include four elements - participation by same, participation with
someone, participation in something and participatifor some purpose”
(Pateman, 1970). In this sense participation exdudituations where an
individual merely takes part in a group activity, where an individual is
merely given information on a decision affectingifiier before it is executed,
or where an individual is present but has no infaee

A central tenet of any participatory approach is tfirect involvement of
people in the co-design of infrastructures, theciaation of “things” and the
opportunity to support a greater inclusion and ssitdity, both assumed as a
principle aimed to eliminate or reduce the barriédrat hinder the rights of
persons.

The terms refer not only to social inclusion or gibgl access to buildings, but
also access to information, technology, commuracateconomic and social
life. In this sense ramps, corridors and doors,atveglability of information in
Braille, easy-to-read formats, supports, represghat | mean concerning
accessibility. This is a concept that can ensuaedtperson with a disability has
access to a workplace, a place of education oritrgi(Bertolini, 1990), leisure,
entertainment, voting, etc. Because without actessformation, technology,
places, environments, or the ability to move freehany rights of persons are
also restricted (UN, 2010).

This aspect is not only a shift from technology amatk oriented productive
activities towards social-health service provided #isure engagements, but
also as‘a new milieu for production and innovation and aifg a reorientation
from democracy at work to democratic innovatiofBjérgvinsson, Ehn and
Hillgren, 2010). It basically means to democratinaovation through the
involvement and participation of different staketek and target groups on

10



themes as - in this case - accessibility and immtugor the design and

implementation of services, products and envirorime@®nce democratized,
innovation needs to be put to the service of sp@atl where it can create new
social relations, becomes social innovatias new ideas (products, services
and models) that simultaneously meet social needsrg effectively than

alternatives) and create new social relationshipscollaborations. They are

innovations that are not only good for society la$o enhance society’'s
capacity to act” (EU, 2011. Empowering people, driving change. &oci
Innovation in the European Union. BEPA repprt

Nowadays most societal challenges require takireg gbcial dimension of
innovation into account. This dimension refers hargges in habits, behavior
and values, strategies and policies as well as nagi@onal structures,
processes and services. In this context, sociaviion is seen as a possible
solution to support participation, promote chanigedesign, development and
provision of services, products and environmentsaso to reduce poverty, to
create employment and to develop capabilities ($889 and 2005).

In this framework participation can be a valid sogor the development of
social innovation, e.g. through the active engagenoé the citizen, it can
contribute to reshaping the society and pointingint the direction of
responsibility, policy, participation, inclusionm@owerment, co-creation and
learning.

Despite rising overall contributions and works, @cused and systematic
analysis of social innovation, its theories, chegastics and impacts, is still
absent and this has led to it being developed tirau “bottom-up process”,
with little conceptualization of the political, imsitional and cultural
environments needed for propelling social innovafieC, 2012. 7° Framework
Programme - Cooperation. Theme 8, Socio-economicenSes and
Humanities). In the framework of this thesis, tlaens bottom-up approach is
adopted, considering participation and emancipaéi®ritoncepts to be applied
in different contexts and scenarios, encouragirggaig innovative actions and
active engagement of vulnerable groups.

The choice of focusing on these approaches fousnmh is due to the fact that
it is more centered on the concept of the persah las/her context of life
(including psycho-social and cultural-economic eguthan user or consumer.
It is more concerned with cooperation than merdaboration, and hence
closer to the concept of co-creator (acting the s citizen). This view, if

5 Available at http://ec.europa.eu/bepa/pdf/publications pdilomnovation.pdf
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applied to the context of disability, can suppbe shift from a medical model
towards a civil and human rights model in the wéations with disabled
people, as indicated in the policies of many irdéonal documents. It allows
focusing on new forms of relationships and paréitigm in all spheres of life.
Referring also to United Nations Endhlevhich gives voice to the United
Nations commitment to uphold the rights and digndf persons with
disabilities, the UNCRPD has played an importatg o marking a paradigm
shift. In particular contributing to the changernfrahe view of persons with
disabilities as objects of charity, needing meditaatment and social
protection, towards seeing them as subjects wightsi As such, they are
capable of claiming those rights and making denssifor their lives based on
their free and informed consent, as well as of ¢paictive members of society.
Based on the changes in society, it becomes di@amew approaches need to
be developed and transferred in order to facilitdte inclusion and the
understanding of phenomena affecting vulnerable uggbo needs and
expectations. This is especially so for the acémd agencies able to influence
the way of considering all persons capable of beictgyes and emancipated, if
supported by the right approaches and culturaludti For this reason the
participation and emancipation are here presenteth kas theoretical
approaches for addressing societal challenges suadsat of practical methods
for responding to social needs, in particular fgcemerging and existing
problems related to inclusion and accessibility.

® United Nations Enable is the official website of tBecretariat for the Convention on the
Rights of Persons with Disabilities (SCRPD) in Bigision for Social Policy and Development
(DSPD) of the Department of Economic and Sociabiéf (DESA) at the United Nations
Secretariat. Available alittp://www.un.org/disabilities/default.asp?navidg38=17
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Research objectives

The general objective of this research is to furddvance the understanding of
the potential of participatory and emancipatory rapphes in terms of

inclusion, with a special emphasis on the involvethempowerment and self-
determination of persons, as advocated from theppetive of the Inclusive

Education. Considering its potential to also imgrakie capacity of society to
act and innovate in view of a systemic change, fitimmework means to go

ahead in the direction of a model based on the eqgrcof civil and human

rights, active citizenship and innovative sociadigtions for the interventions

with vulnerable groups.

Specific objectives are:

a) To define an overview of the theoretical assimngt of the Inclusive
Education, the terms of disability and inclusiomdathe main models and
approaches to disability.

b) To focus on concepts, tools and methodologiesddress existing and
emerging needs, as the lack of examples, practogmgrimentations oriented
to inclusion and accessibility to services and emments. This also includes
an analysis of participatory and emancipatory apgmes viewed as
instruments for cutting the roots of marginalizatiosupporting active
citizenship and socially innovative actions.

c) To analyze two different case studies concernpagticipatory and
emancipatory approaches in order to verify theaesehypothesis abotian
open participation in the co-creation of the seedcand environment, makes
life easier for vulnerable groups’in particular assessing if these approaches
can effectively support the shift from situatioreseéd on the medical model of
disability (passive situation), towards ones basadcivil and human rights
(active situation). From this point of view, thergen with her/his needs,
desires, objectives and expectations is at theeeftactions and intervention.
The case studies concerns:

1) Case study: realized in collaboration with the AlAOnlus Bologna,
concerns the development of a service of “Smartlsofoe independent
living experiences”. The service has been develppested and
implemented using an innovative participatory mdttbe Living Lab.

2) Case study: concerns the experimentation of thie ‘Coaching” method
applied to a medical context, the Multiple Sclesodinit of IRRCS
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Neurological Sciences of Bologna. The method istham a non-medical
approach aimed at supporting processes of changppweerment and
emancipation in the lives of the patients of thgtitnte. These has allowed
the experimentation of a method of intervention rehthe person has a
central role in the definition of her/his projedtlite.

The expected result consists in providing a knogéebase that fosters a shift
from a situation of passivity, sickness and pateare to a new scenario based
on the person’s commitment to an active particgati

Participation and emancipation are innovative awknt approaches and there
are many aspects of their application that needédostudied and further
explored in order to have more insights into hoesthcan support changes in
society at large.

Based on that, the focus of my research is to dstrate that facilitating the
open participation and co-creation in planning aedign processes, leads to
socially innovative scenarios where the active lideomes possible. Scenarios
in which services, products and environments areeraocessible and easier to
use, favoring ultimately a greater inclusion.

More specifically, my purpose is to contribute tudy participatory and
emancipatory approaches by analyzing two samplegos$ible applications
that guide people’s involvement, integrating thregeds, objectives and desires.
The conclusions of case studies investigated inipaituations will therefore
be referred to, but extendible to other contextsoifisidered as examples of
social innovation practices that can be adaptediifired and implemented.

Framework of research

Research process in general consists of three mgredients: the frame of
reference, the methodology, and the areas of cor{(@reckland and Holwell,
1998). This means that a particular combinatiorirdded ideas is used in a
methodology as a means of exploring defined areasrwern (see Figure 1).
Checkland and Holwell state that the researcheldez=an things about all three
elements in the research process; hence, | wislkrite to clarify my learning
about these elements throughout my thesis.

In detail: the frame of reference, including thdimdgon of disability and
inclusion, is represented by the shift from a madmodel to a civil and human
rights model of disability.
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The methodology to support this change of situatienbased on the
participatory and emancipatory approaches.

The areas of concern refer to two different casdiss analyzed in this thesis,
representing practical examples of participatorg amancipatory approaches
applied to research and aimed to:

1) Development of a service of “Smarthomes for indejeen living
experiences”, designed with the Living Lab methagpbplying a
participatory approach).

2) Experiment of the Life Coach model (non medical elpavith persons
with disability, focusing on the active role of pens in defining her/his
project of life (applying a emancipatory approach).

Situation “A” Medical model
Design without person’s involvement
(ex-post evaluation
of responsiveness to the needs)

Situation “B” Civil & Human Rights mode
Design with person’s involvement
(ex-ante and ongoing evaluation of needs)

The person is sufficiently satisfied
and can be active co-creator
within his/her possibilities

reference Person is needy and dissatisfied

Participatory & emancipatory

Methodology

approaches:
concepts, tools and methods

Accessible
Environment onl
for rehabilitation

Areas
of
concern

and

Support service
based on medical
model

00

Smarthomes for independent
living experiences
Service designed with a Living Lab

PERSON

with method (participatory approach)
her/his
OO0 needs,
desires Life Coaching method
and Focused on the active role of persons
[(J[/ objectives in defining her/his project of life

(emancipatory approach)

Figure 1: Framework of research
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Hence, the starting point for my thesis is to pnéske theoretical background
in order to give an idea about general contexs, isdescribed in chapters one.
The premise of the chapters lies in the recogniibeducation as a universal
right, as advocated by the Conventions on the Righthe Child (UN, 1989)
and the Convention on the Rights of Persons witkabilities (UNCRPD,
2006).

Assuming the Inclusive Education (UNESCO, 2000)tls point of view
adopted for facing emerging and existing problerekated to inclusion,
participation and accessibility by vulnerable greup

In chapter two, the frame of reference that | dbote to is presented, in
particular defining what | mean by the terms “difaj and “inclusion”.

An analysis of the different models developed tdarstand disability is also
outlined, from structured models, to less rigid ragghes and a free movement
often defined a-theoretic as the Disability Studigarnes, 1995). This section
will not attempt to provide a comprehensive revigvthe literature associated
with these models and approaches, rather it examimegny of the defining
features, in order to demonstrate how disabilityais evolving concept, that
reflects cultural models, social attitudes andgyodrientations.

Chapters one and two define the frame of refereottdee research, where | am
going to demonstrate that a switch from situatigd {(medical model) to
situation “B” (civil & human rights model) is necegy. In order to undertake a
process of transformation that focuses on the pensot intended as “alone”,
but surrounded by “networks”, formal and informafangily, friends,
associations, agencies, institutions, etc.) thatkwogether, not “on/for” but
“with the person”. This person needs to assumeradle of a co-creator and
actively participate in the decision-making pro¢gssting at the center her/his
specific needs and desires first.

In chapter three, the concepts and tools relatedytéramework of interest are
presented, which consist in interpretive perspectsoft systems thinking, and
the analysis of innovative solutions.

This systematizing through the development of werigontent and methods
(such as Participatory Design, Living Lab, Life Cbag, Design for All, and
PALMI method), is presented as a comprehensivedveonk of reference for
possible scenarios of innovation.

Following on, chapter four refers to methodologyhene the action of my
research approach is presented. It also focuseghese approaches as
methodological approaches to be applied to theeaedresearch field for an
effective inclusive research.

In chapter five, | have tried to show to what extiwe participatory approach to
research can support active citizenship, for arecsffe involvement of
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vulnerable groups, in particular persons with diggb How emancipation
through research can contribute to the affirmabbm civil and human rights
model of disability.

And finally to what extent both these approachlesirtprinciples, concepts and
tools can be used for research and design “howt arh for who”, in order to
implement socially innovative actions.

Chapters three, four and five provide an in-depihlysis of concepts, tools and
methodology related to participation and emanagpatand their application to
support active citizenship and socially innovatetions.

The chosen methodology is aimed at illustrating, imathe transition towards a
situation where services, products and environmargsdesigned “with” the
person, her/his role assumes a different connetatio

Including a new situation requires involvement gadticipation in the setting
of goals, and enhancing empowerment and emanaipatiothe end of the
process.

This means shifting from a situation in which pertoen is about a passive
person (where the assessment of compliance neeafters ex-post) towards
one in which the person is considered as active p@rdeived as participant
(where needs analysis is ex-ante).

Next in chapter six, there is a description of twase studies that | have been
involved in and the lessons learned from these. CHses concern the analysis
of participatory and emancipatory practices, ineortb provide two practical
examples in the areas of concern.

Starting from the case studies selected, | tryhimnsthat the transition from
situation “A” towards situation “B” requires greatdexibility by service
providers, an open-minded approach, wider cultatadude and a willingness
to listen. This allows new emerging needs to beresikd, such as the
involvement of the person in the design and cotreaprocesses, where
innovative solutions can be found.

These solutions in the new situation “B” would bétaned from the
intersection between local resources of contertsaand desires of the person
involved. In the final remarks, reflections and cloisions are stated, together
with implications for future research.
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Methodology

The thesis was based on four methodological dietsvi

1) A survey of the relevant literature concerning usobn, disability and
rights.

2) A study of the international legal and politicadrinework.

3) An overview of current news related to internatiopeojects on the
themes of participation, emancipation, active eitghip, social
innovation and Design for All.

4) An analysis of two case studies focused on padioly and
emancipatory approaches, including methods of vetgion for facing
emerging and existing problems related to inclusiod accessibility to
services and environments by vulnerable groupgaiicular persons
with disabilities.

Sources of information

The documents consulted for (1), (2) and (3) averyin footnotes and listed in
the bibliography. The study of the internationajdeand political framework
was based on a filtering process, considering makicumentations coming
from UE and US reported in the references.
Briefly, the thesis sought answers to the followinggstions:
a) An open participation in the co-creation of sergieed environment, can
it make life easier for vulnerable groups?
b) What are the recurrent examples of good practioeserning inclusion
and participation of such groups?
c) To what extent participatory and emancipatory agghes are processes
of possible actions and changes?

The information used to answer these questionggieasied from six sources:
1) Data from the papers, project documents, and othelevant
documentation on inclusion and disability supportedthe EC since
1990.
2) Literature reviews performed on studies, academigbligations,
international policy guidelines and results of poerg research projects.
The methodology used for the literature review wassearch the
following databases: ProQuest Family Health, Pra@uEducation
Journals, ProQuest Nursing & Allied Health Sour&pQuest Eric,
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ProQuest Social Science Journals, Google Scholad arinted
publications mentioning or focusing upon the mdientes of the thesis.
An extensive web search was conducted in orderdémtify on-line
abstracts, reports, projects and other resources.

3) Interviews with persons wit disabilities, professts such as educators,
care givers, rehabilitation therapists, psychoksgiengineers, as well as
ICT-AT experts and researchers.

4) Participation in Living Lab and focus groups withrgons involved in the
development, and implementation of the servicadépendent living.

5) Experimentation of the Life Coach method as nonioadapproach
aimed at supporting processes of change and enagiocipn the lives of
the volunteer participant patients.

6) Visits to rehabilitation centers, independent liyicentres, Design for All
Foundation, including the building realized by theundation adopting a
participatory approach for the accessibility.

Delimitation

Since participatory and emancipatory approachesudec a collection of
principles and practices aimed at making serviessjironments, products,
technology, research, businesses, and institutiooie responsive to human
needs, some principles will be presented and deepem the following.
Examples of practices and methods that are proidedan-Centred Design,
Participatory design, Emancipatory design, Livirapl Life Coaching, Humble
method, PALMI method), as practical applications drticipatory and
emancipatory principles.

Different theories and philosophies, that can basmered pertaining to
concepts of participation and emancipation, havenbased in traditional
application domains such as computer systems fembss, healthcare and
government.

And more recently in areas such as web design,vergment services,
community networks, enterprise resource planniogjas administration and
community development, university/community parshgps, tele-health,
communities of practice and political deliberatimobilization (e-democracy),
digital arts and design, scholarship and teachiitly mediated technologies (e-
learning).

In these areas the term “user” is often used wh#arring to the person to be
involved in participation processes. In this thédigve chosen to use the term
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“person”, because it is closer to the concept afcatlon, inclusion, rights,
citizenship, and not linked to an idea of businesscommercializatioh
Moreover | think it could be important that peogplee not marked or defined
only through expressions, for example related édr ttisabilities.

The term “person”, in the humanities, explains theme of commonality of
existential situations, in which each person hasstaints and resources
(Heidegger, 1927), and in this meaning here assumed

Although many approaches for the involvement oEparhave been developed
and applied, the processes leading to an effecpagticipation and
emancipation are considered to be complex.

For instance, considering some models of user-catgeelopment as Flynn
and Jazi statetbne reason for this complexity is the user-developulture
gap” (Flynn and Jazi, 1998). This means that the le’ebmmunication is low
between persons involved, researchers or develgmerserning their mutual
context. This, in turn, results in a situation wheesearchers and developers
assume that personal requirements are completewrkrat the beginning of
the process.

Conversably, people cannot understand the soldti@to unfamiliar modeling
languages and ignorance of the social context (Flgnd Jazi, 1998). In
addition, person seldom have all the required kedg# about technological
solutions and technological terms (Vidgen et @04).

Hence, it becomes difficult for persons, reseasla@d developers to share and
communicate. Pitts and Browne (2007) declare theg difficulty with
involving user“has its background in users’ as well as other staslders’
uncertainty of their needs, including their inatyilto articulate them clearly”
In addition, Pitts and Browne point to the facttthaalysts are often poorly
trained in techniques of information gathering.

Hence, they shortcut the person involvement proaessstart developing the
final solution too early.

This complexity has been faced till now for examleugh the elaboration of
structural models as the ISO 9241-24tandard on Human-Centred Design.
This standard provides some principles which inelaetear understanding of
tasks and environmental requirements, encouraggngtion of design solutions
and multi-disciplinary design.

" EU Council Resolution of 15 July 2003 on Social &tuman Capital Building social and
human capital in the knowledge society: learningrkysocial cohesion and gender (2003/C
175/02)

Available at:http://eur-
lex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:C:2(105:0003:0006:EN:PDF

8 Available at:http://www.iso.org/iso/catalogue detail.htm?csnumbg075
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In most cases the approach chosen seems to depentieoscope and
availability of the resources available to the migation or institution involved.
Basically all the approaches are moving away fregirgy the potential users as
“tester”, whose involvement is limited to the measg of a performance, to
one more centered on participants needs and rights.

However, as highlighted by Hyysala.to complicate the process of involving
users even more, for several reasons it is cons@l@anpossible to ask a user
“what are your needs?(Hyysalo, 2003), and made the appropriate ingsliri
of regarding the psycho-socio-cultural-economic iemment in which the
future services needs to be developed and provided.

In this thesis instead, it is assumed that usimgi»aof research methods and
participatory settings, including focus groups.emitews, questionnaires and
especially Living Labs, it is possible to collectdaobserve the needs of persons
involved. This information captures the complexitythe world outside the
research centre, laboratories, organizations aftavslinsight in how the
development of accessible services and environmesifd or should work.
Trying to establish long-term relationships, allogiparticipants to become
active co-creators, and to make it so that whheisg designed enters their real
life context.

In my research, | have focused on participation@mdncipation as approaches
for inclusion, accessibility and facilitation ofeHife of person. In this | have
considered situations in which persons have thigyatn choose whether or not
they want to use and have access to a serviceugraa environment and
whether or not they want to be involved in desigd development processes.
This means that | have not examined final solutidvig research focuses on
the needs of the person as the reasons for demglopew models and
approaches aimed at improving the level of paritgm, emancipation and
commitment. This should work in both directionsy\ders to persons, persons
to providers, and hopefully make life easier fomparsons involved.

Lead users, organizational and marketing strategiescommercialization
opportunities, are excluded from my research.

In addition, even though one possible applicatibpasticipatory approaches to
accessibility is to create new businesses, my relsdacus is on participation,
inclusion and emancipation, hence, business oppitigs are not considered.
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CHAPTER 1 — Theoretical background

1.1 Universal pedagogy

The premise of this chapters lies in the recognitb education as a universal
right, as advocated by the Conventions on the Righthe Child (UN, 1989)
and the Convention on the Rights of Persons withabilities (UNCRPD,
2006).

In accordance with this recognition, | wish to ddes “Universal pedagogy” as
the theoretical background of this thesis. The ibigzal model proposed agrees
with the principles included in the documents citdgbve, incorporating the
idea of a‘flexible curriculum and the development of liteyaskills, accessible
and applicable to students with different backgmignlearning styles, and
abilities” (Rioux and Pinto, 2010).

It also represents a framework in which the maincepts dealt within the
thesis are well suited. Moreover Universal pedagogiudes many principles
of the Human Rights model of disability. In parteu three main aspects that
complete the rational of the pedagogical framevajrihis thesis:

- the active role of the persons with disabilitieshe whole process and the
importance to actively promote danvironment in which the learner can
effectively and fully participate in programmescliding those directly
concerning them’(Art. 29 of the UNCRPD, 2006).

- the importance of contextual factors, didde: “external”, such as social
attitudes and expectations, environmental barii@duding cultural and
economic), technological structures, etc. “Intéinaluch as personal
factors, which include gender, age, coping stylsgial background,
education and other factors that influence howldlisa is experienced by
the individual (WHO, 2001).

- the need to promote contemporarily sociallyovative actions aimed at
enabling the reduction of barriers or the impleragah of environmental
facilitators (WHO, 2002) such as: ICT, assistivehtelogy, Design for
All, for expanded performance of actions and tasldaily living.

Universal pedagogy adopts the concept of univatssign (Mace, Hardie and
Place, 1996; Story, Mueller & Mace, 1998; Preigadt &stroff, 2000; Sandhu,
2001) to apply to learning, addressing key isshas are raised when human
rights principles are integral to the design, impéatation and evaluation of
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education policies and programs. It also assumegptimciple of‘reasonable
accommodation” (UNCRPD, 2006), in order to guarantee that witke th
appropriate support, it is possible to accommodat@riety of learning styles
and needs.

Universal pedagogy could also represent the thieatdbackground in which
an inclusive approach to education can lead toddweelopment of practical
actions, ensuring that the gains achieved by aopdrsa problematic situation
become beneficial for all. This means to contribatdouilding a civil society,
able to support a culture of inclusion, operatirgpiast social exclusion,
recognizing different identities. This provides pkowith the possibility of
active participation in life processes, considetingir needs, rights and desires
to be in central position.

The choice of beginning with an introduction on theoretical background and
pedagogical approach, is due to the need to spé&udy” to recognize this
value of“universal right” to education, as advocated by the Conventionsen th
Rights of the Child and the Convention on the Riglof Persons with
Disabilities.

In this sense Universal pedagogy provides the jmiee and the framework of
reference for this recognition. But in order tooggesent a practical dimension
to this theoretical background and put into practlee principles assumed, that
means “what to do”, | wish to refer to Inclusiveuedtion. That starting from
early childhood until adulthood can foster a cudtuof inclusion and
participation, as premises for a more effective mergation, including the
research field.

1.1.1 Inclusive education

The practical dimension in which to develop pragicand programs is
represented by the Inclusive education, that asifsge by Barton needs to
involve the “twofold activity of increasing participation andemoving

exclusionary barriers” (Barton, 1997). Participation is at the heart bist

thesis, such as the removal of barriers, and thengstions by which inclusion
and participation are premise of the emancipatespecially referring to
learning and education.

But in order to avoid the misunderstanding of sgeinclusive education
merely as a new name under which exclusionary apeducation practices
could be replicated (Slee and Allan, 2001), it ngportant to consider the
framework of reference in which the practices stidaé developed, that in this
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case is represented by Universal pedagogy, indudhme principles of
Universal design (or Design for All) and Human Rgyhrhis is because it can
help to develop learning programmes and curricuébte of considering the
presence of student with a variety of learningestydnd needs.

In this way it could be possible to also avoid msmeption about the
oxymoronic nature of the term inclusive educatibmfact, if it is true that
“schools were never meant to be for everyone andtyma order to function,
position some individuals as failure¢Slee, 2003), it also possible to change
some aspects of the education system. The firstlo€h is to continue to
consider the educational system as based onlysdmrittion to position some
individuals. Because an increasing participatiomlbfearners (disabled or not)
begins with the respect of the learning charadtesis of everyone,
individualizing learning processes, and not elatdgaprocedures to assess if
“passed or failed”, or to position learners. Itnegents a shift in thinking about
education and learning, from that which works fopstnlearners to one that
involves the creation of a rich educational envin@nt characterized by
learning opportunities sufficiently made availabdeeveryone, so thdall are
able to participate in classroom lifgFlorian, 2010; Florian & Black-Hawkins,
2010).

Even if in recent decades inclusion has becomendafmental element of the
education systems, the discrepancy between norn&tameworks and the
resources available to realize the right to edooator all, seems to have not
produced the expected results and still millionp@dple with disabilities have
no access to education in 2014. Moreover, whedesian is supported and put
into practice, often raises issues related to nesmng$ of marginalization. In
fact, putting children with disabilities in mainsam schools is not enough, if
inclusion simply“changes the location of the schooling of the cHilgt the
negative stereotyping persists and the expectatfonghat child’s learning
continue to be less than for other studen{®ioux and Pinto, 2010). An
inclusion that addresses place or environment buthe substance of learning
could not be considered as an education for allatoleast not as inclusive
education.

An inclusive education requires a framework th&egainto consideration not
just the right of access to education, but alsortgbt of education for all
students respecting the learning characteristiosvefyone. In other words, it
addresseschildren’s rights to education, as well as rightathin education”
(UNICEF and UNESCO, 2007).

As argued by Barton, the importance of an educdbtiomll “is one of the most
important and urgent issues facing all societiesaaned with the education of
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their future citizens”(Barton, 2003). From this point of view the conicep
inclusion is part of a broader human rights modieiclv supports the view that
any kind of segregation is ethically wrong.

Inclusion can be seen as @thical issue involving personal rights and any
society’s will to recognize these rights in an effee way” (Phtiaka, 2005),
which could strengthen rights for children, youtrsd adults (with or without
disability) respect learning and education issues.

Inclusive education is also assumed here to Bmeans of bringing about
personal development and building relationships agnandividuals, groups
and nations” (UNESCO, 2003), and able to support thevolvement of
disabled people as with autonomy, desires, chancecantrol, in all sectors of
life”, as argued in the United Nation Convention onRights of Persons with
Disability (UNCRPD, 2006).

Connecting these assumptions with the conceptadfscientization” (Freire,
1972) defined asthe process of developing a critical awarenessooike’s
social reality through reflection and actionpeople can be active agents in the
educational processes, developing the understaratidgawareness of their
own abilities, resources and the capacity to imertheir life, acquiringself-
determination”(Wehmeyer, 1998) and skills (Sen, 1999 and 2005).

These elements thus have the potential to put itom@ virtuous circle, in
which conscientization and empowerment go handaimdhand individuals can
grow in understanding their place, role, respotigfbn the community.

1.1.2 Inclusive research

The social agenda of the European Community deedlapver the past two
decades, focused on education and lifelong leamatgnly as being drivers of
the economy, but also as creators of socially debesocieties. Considering
that the voice of disabled people in Europe hasvgrover this period, there
have also been efforts to promote their visibilibglusion and participation. As
reflected in the European Year of Disabled People2003), the European
Disability Strategy 2010-2020, the UN Conventiontlé Rights of Persons
with Disabilities and the Europe 2020 Strategy.

Although the language of research and social im@tuis pervasive in European
policy discourse, there is often a lack of clagbout its operational meaning in
terms of which groups are to be included and wha the defining
characteristics of research and inclusion (seetehdpfor inclusive research as
process of increasing participation and decreasxagusion).

25



For this reason | am tentatively trying to suggeshe challenges to Inclusive
research, including a participatory approach initlvelvement of groups.
Assuming “inclusive research” is research abouteusstdnding the world in
order to contribute to change it, the fundamental i3 the empowerment of
those participating in the research in terms ofwedge, skills and action
(Walmsley & Johnson, 2003). In this view the voiadsthe participants are
crucial and play an essential element for theirditibty. The real-life
experience of the participants is set within a desacontext in which there is
an ever present imperative facing the researchadenby their assumptions,
values and beliefs becoming increasingly transgaren

For this reason, researchers should respond toorgersvith disability’s
“‘demands for knowledge to create environments, pctgl and services
facilitating rights to full participation and equ&” (Priestley, Waddington,
Bessozi, 2010). This requires awareness amongsinaeers about the needs of
persons with disabilities and to ensure an effecgarticipation in the process
of research.

The basic elements of participatory and emancigapproaches for an
inclusive research mainly consist in consideringip@ants as co-creators of
research instead of research subjects. Anothereeleoconcerning the process
of involvement, that needs to be included is rewément of critical awareness
through encouraging self-confidence and self-dateation. Self-determination
is here assumed as a basic human right“évables people to control their
lives and their destinies, including choice overspaal activities, control over
education, independence, participation in decisjanformation on which to
make decisions and solve problems, and so fdit¥hmeyer, 1998). All these
elements contribute to support the processes ddotgpbuilding, achieving
more empowerment and inclusion.
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1.2 Challenges in an evolving society

According to the World Health Organization, morarthone billion people in
the world live with some form of disability. NearB00 million of these people
experience considerable difficulties in functionhge to ageing, as well as the
global increase in chronic health conditions. Meesp people with disabilities
have poorer health outcomes, lower education aehients, lower economic
participation and higher rates of poverty than otheople. This is partly
because persons with disability experience barrisrsaccessing services,
including health, education, employment, technologyoducts, transport,
buildings as well as information. In Europe disiépilconcerns an overall
number of one out of six people, that is about 80an. The poverty rate for
these people is 70% higher than average, espeda#yto non-employment.
People over 75 have a partial disability and mdr@nt20% have a severe
disability. Given this data, a comprehensive, updand innovative scientific
effort is required to come to a new understandindigability that helps devise
viable and effective policies to maximise inclusiand participation on equal
terms (WHO, 2011).

It is therefore necessary to have a confrontatidth wew planning, including
active citizenship, legal and voting accessibilglf-determination and new
ways of understanding complex issues, such asietnd taking charge,
multiple disabilities, trauma and life re-organinat There are also further
conflicts such as disability and migration, disdpiland detention; and new
opportunities such as ICT, assistive technologiaisls and professional
competences.

Given this situation, this thesis provide an ovewviof the challenges of
Inclusive research, outlined here through trajeesoof research into the main
problem areas of disability and their interconratsi This view is based on the
concept of inclusion in evolving society, that fitsok root in Scandinavia with
the definition of the term “integration”, developbg the scientific community
in the ‘50s and ‘60s and guaranteed rights for Etle shift in the concept of
inclusion (Daniels, Garner, 1999) is easy: theetatbhdicates as a priority the
access and participation of all - regardless ofsineerity of their deficits — to
society, but pushes its commitment and its action$avour of a lifelong
participation, in all the dimensions of existensehol, work, family, society,
environment) in which a subject lives and realizbsr/his potential
(Hollenweger, Haskell, 2002). The terfimclusion” was formalized for the
first time with the Declaration of Salamanca in 498ignaling the beginning of
a renewal in culture (UNESCO, 2000). The inclugiomory is premised on the
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social model of disability (Oliver, 1990 and 199Gy opposed to medical
theory, and fundamentals for the Human Rights m(ssd chapter 2).

This paradigm emphasizes the difference betwedodial (impairment) and
social (disability) conditions. It promotes the it involvement of persons
with disability and their families in policy deoisis, focuses on removing
barriers to economic, cultural, environmental, focdl, social domains (in
school, the workplace, the leisure environment).eliclooks at the totality of a
person’s life, including educational, social anditmal spheres. It occurs first
in context and then at an individual level, tramsfmg the ordinary course of
response, constructing tHfempowerment; which focuses on the decision-
making processes of all the person with disabditg their families (D’Alessio,
2005). This perspective emphasizes the principlesmany international
documents (as the International Classification ehdfioning the UNCRPD,
etc.), and constructs as: the person, the holigifroach, the integrative bio-
psychosocial model, the consideration of contextiaators, the relational
perspective, the quality of processes and systémarticipation in social life,
including research.

Stainback and Stainback (1990) argue tiratlusion is a basic right that no
one should earn: governments and communities neednhove barriers and
obstacles to social inclusion, with adequate researand support to create
inclusive environments”

In accordance with this assumption, the trajecsoderesearch proposed are
based on the concept of inclusion as relevant ssgoesocietal changés
(Priestley, Waddington, Bessozi, 2010). Useful fooviding suggestions to
advance in the knowledge of innovative models foe development of
accessible environments, equal rights (Bynoe, Q@livBarnes, 1990),
participation and equality for person with disdpiliThe following is an outline
of basic assumptions that led to this view of #sues.

The objective of the next paragraph is preciselystggest trajectories of
inclusive research aimed at understanding new drarand emerging needs,
using an holistic approach and an inclusive petsgec

® WHO, 2001. ICF: International Classification ofrfetioning, Disability and Health. Geneva
10 EURADE, 2008. European Research Agenda for Disglikjuality
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1.2.1 Suggesting possible trajectories of research

The contents of this section comes from a projecp@sal designed and
submitted under the™7Framework Programme (call identifier FP7-SSH-2011-
2), including the contributions provided by pargéhat participated in the
construction of the projet¢t

In this paragraph | wish continue from the previqueject structure and
provide additional useful elements to define neajettories of research aimed
at understanding new barriers to inclusion and fews of inequalities that a
persons with a disability have to face in curreotisties. In particular for
identification, assessment and generation of intiatrategies and solutions
that could be adopted to reduce cultural, sociayjrenmental and economic
barriers to inclusion.

Aside from the concepts of Inclusive research aaigpation other concepts
and assumptions were used to define the trajestorteese include the concept
of: reasonable accommodation, self-strengtheningeafple with disabilities
and holistic approach.

According to Art. 2 paragraph 4 of the Conventiontbe Rights of Persons
with Disabilities® “Reasonable accommodation means necessary and
appropriate modification and adjustments not impgsa disproportionate or
undue burden, where needed in a particular casesrsure to persons with
disabilities the enjoyment or exercise on an eduasdis with others of all
human rights and fundamental freedonf§§NCRPD, 2006).

The co-evolutionary perspective and dimension efprecity underlying the
concept of reasonable accommodation emphasizesintpertance of the
chargeability of human rights, especially the caild political rights (Articles
1-21 of the Universal Declaration of Human Rightsicluding the right to
freedom of thought, citizenship, to form a familgic., leading to the
construction of the individual as a capable subj&bis basic concept adopts
the co-evolution and reciprocity dimensions, whiolicates that the parties
involved in a situation can/should both contribtdethe success of the action
itself, growing and evolving together. Reasonablsaimodation is required to

™ proposal presented by the Department of Educatordies of the University of Bologna.
Project partnership composed by: University of 8wrrUtrecht University, University of
Applied Sciences and Arts of Southern Switzerl&@amtakunta University of Applied Sciences,
Associazione ltaliana Assistenza agli Spastici Pia di Bologna Onlus, Design for all
Foundation, European Association of Service Prasgider Persons with Disabilities, Institute
for Health and Welfare, Young Foundation, Repuldantre for support of persons with
intellectual disability, The Center for Independeiving.

12 UN, 2006. Convention on the Rights of Persons Wigability, G.A. Res. 61/106, Dec. 13,
2006
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deal with problematic situations within the adequatthe available resources.
Inclusion is a goal (a regulative ideal) that hefpsl directs advancement of
inclusive processes through gradual steps. For pbeartbarriers-free” is the
regulative ideal, whereas the reduction of barrierswith reasonable
accommodation — is the effective and consisteribmagiequired to reach the
first. From this perspective, inclusion is seeradsroad “ecosystem” that can
promote co-evolution of one and all (Canevaro, Di#do, lanes, Caldin,
2011).

Concerning the self-strengthening of people wigadilities, this assumption is
based on the constant promotion of the “action agehcy”. Investing in the
process that leads to autonomous initiatives ohegéself as a product) is a
major issue.

This can also be done through education that pesvidlevant opportunities to
improve decision-making skills. The resulting invemtions and policies need
to go beyond the compensation of the disadvantdgesigh the delivery of
goods and services, expanding and ensuring theitapa choose individually
and collectively (Sen, 1999 and 2005). These clsaiicenot only concern basic
needs such as eating, health, education, but laéséréedom and fundamental
rights related to all dimensions of human life.

Last, but not least, integrated and holistic appincareas are needed in order to
understand barriers and devise solutions to mimntizem. Compared to
approaches with a separate modality, this apprgaieisents a view that
analyzes intersections and conjunctions betwedardiit life areas. Including
variables that allow the evaluation of dynamic dastfacilitating or hindering
inclusion, the support of the affirmation of civahd human rights and the
reduction of barriers and obstacles.

On the basis of these concepts and assumption)yibe&thesis is that new
trajectories of inclusive research can be devised mnplemented at the
intersections of different dimensions, which haveaditionally remained
separated, through the participation of person$ wlisability. These areas
should be seen as integrated in the context ofngplex and dynamic-faceted
environment (physical, attitudinal, socio-econonaied virtual), where new
challenges and opportunities constantly emergingréler to adopt and make
easier the use of a holistic approach, a contexhag) has been designed to
organize and orientate the different researchdtaijees.
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1.2.2 Contextual Map
Disability can be denoted as “cross-concept andeusal”, “multi-dimensional
social phenomenon”. Disability is an integral paft being human, is an
equality approach which is recognized at preseut, this may lead to an
extended approach for all in the future. Addressnglving challenges related
to disabilities and contributing to future scenariof inclusion requires the
consideration of the existing and emerging needpaséons with disability,
their families, friends, professionals and all fpersons involved. From this
viewpoint, it is sound to propose an holistic anghamic approach in taking
into account the multitude of aspects that areetyjosonnected in the field of
disability.
To facilitate this holistic understanding, followgins proposed a Contextual
Map in order to orient research and represent ridmmdwork where needs are
analyzed, questions generate and new trajectdriesearch put forward.
The idea consists of using the Contextual Map tiress the various disability
issues in a cross cutting way. In order to systemmaind structure the wide
range of themes related to disability, the maprgaoized according to the
areas identified in the EU Disability Strategy 2€@ and the new priorities
for disability research in Europe (Priestley, Wadgdion, Besozzi, 2010).
The map should be used not only to conceptualizetdifferent dimensions of
research (represented by the axes in figure 2)alsotas an operational tool to
visualize what resources, aids, facilitating ordainng factors for inclusion are
available in a precise context and at a given ti@wce the context are mapped
in a cross cutting way, the design and implememtatof case studies,
experimentations and pilots, should be more efiicidesides the use of
resources for the realization of best practicesrandmmendations.
The map includes three dimensions of research toald be used for
understanding needs, situations and expectatidnmiehns conceptualizing
accessibility, inclusion and barrier-free enviromia different sectors of life
(“z” axis in the figure), investigating them wit dntegrated approach that
avoids compartmenting or limited sectors analyBie map could also be used
to design actions, identifying a set of domains’ (xis in the figure) where
factors facilitating or hindering inclusion can bssessed, and scenarios of
social innovation can emerge.
The last dimension (“y” axis in the figure) comggt the framework
considering the level of participation in the arsadyof the intersection between
sectors of life and domains. For this aspect isifumental the involvement of
persons with disability, families, friends, Disadbleeople Organizations (DPOs
henceforward), activists in civil society, advocaayd lobbing organizations,
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that could provide needful feedback, suggestiond eontributions to the
research and the development of policy (Oliver Badnhes, 2012). Promoting
“analysis, understanding and action” are the caeeets around which the
Contextual Map was designed.

Society atlarge ~p------------mmmmm oo

Local community —F-----=--=--=-----=-----~——~-~—————————.
Participation level <

Social Netwotrk —f=-----commmmmm oo

Personal —F —=-===mm s e e

Accessibility Learning / / / / X
& .
barrier-free / / /

environment Employmen
in / / /
different Living
sectors of life / / / /
Leisure

z Ser(\gfices Technc Attitude Policy
J ogy & mainstreaming
roducts .
% . expectations
elivery
— —— _

Domains in which socially innovative
actions can emerge

Figure 2: Contextual Map of possible trajectories bresearch
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The three dimensions:

1) Sectors of Life - “z” axis
This dimension is based on the traditional apprdactiisability issues, where
barriers are addressed and innovations are gedevatein 4 different “life
sectors” or environments: learning, employmentjnivand leisure. These
sectors are constituted by the ordinary dimensmiife, including different
aspects of accessibility and inclusion that shdodd addressed to create a
multifaceted barrier-free environmént
The sectors of life chosen are also related tavitidk of Nirje (1972) about the
scope of self-determination and the questions reeghdo illustrate a list of
statements made by people with mental retardatwmolved in a self-help
group, and reported below:
- “We want to choose our vacations ourselves angehafluence over our
education” (learning).
- “We demand that our capacity for work should met underestimated”
(employment).
- “We want to have an apartment of our own and bet infantilized”
(living).
- “We want to have leisure time together with otlfjgoung) adults of the
same age” (leisure).
(Nirje, 1972, pp.178)

Reference to these questions and to what is repontehe EU Disability
Strategy 2010-20 has led to the choice of whatbsedf life are considered in
the “z” axis of the Map.

2) Domains - “xX” axis

This dimension is inspired by the International SSléication of Functioning,
and represents 4 domains: services and productvedgl technology,
attitudes/expectations and policy mainstreaming.thWi these domains
facilitating or hindering factors can emerge, tigeserating different scenarios
of innovative developments. These domains are nbiawstive, but only
illustrative, whereby it is possible to considernpather domains. The choice
for taking into account these domains lies in thet fthat are considered as
possible tools or scenarios in which to developoast in relation to the
meaning of social innovation, civil and human rglaind design for all (see
chapter 5).

13 WHO, 2010. Community-Based Rehabilitation Guidetin
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3) Participation level - “y” axis

This dimension implies the active involvement ofopke with disabilities,
families and friends, DPOs, activists in civil satgi advocacy and lobbying
organizations for collecting feedback, suggesti@wgluations and new ideas
coming from different sectors of life and domaihkese contributions could be
stimulated and reinforced through a participatorg amancipatory approach to
research, in order ttchange the social relations of research, trying flace
the control in the hands of researched, not researt (Barnes and Mercer,
1997). This for stressing the need to involve pensth disability effectively,
not only to gather information and feedback, bsbab foster an active roles,
reciprocity, gain and empowerment, in order to bezao-creator of research.
The proposed framework would not be completed witre dimension which
allows the analysis of barriers and assesses tpacinaddressing change at
multiple levels: personal, social network, locahwounity and societal. The
viewpoint means recognising that factors affect &anbehavior, at multiple
levels and that assessing barriers or removing thequires the active
involvement of persons to suggest effective sohgio

The level of participation and involvement in thesearch and analysis of the
intersections between sectors of life and domaieserating innovative
scenarios is represented by parallelepipeds imthp. The level - height of
parallelepiped - depends on the context charatiteyisvailability of resources
and research aims.

Personal level Social Networking lew: Local community Societal level of
of participation of participation level of participatio participation

Figure 3: levels of participation
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The intersections:

The intersections (or conjunctions) between lifetees and scenarios of
innovative developments that should be analyzed matyinclude all the
intersection points in the map, but those resulfirggn confrontations and
feedback from the involvement of different partamps, such as persons with
disability, families, DPOs, agencies, professionatsearchers and experts.
This should allow an active participation in sogiaebt only as beneficiary of
research, services, products or environments bgstoof research, but also as
co-researchers and co-designers of research @eelalpter 5).

The intersections between life sectors and domaieghe “hot” points of the
research. These are the “spaces” in which effeotise of services and
products, technology, attitudes and policies - nawexisting - could be
analyzed and evaluated at different levels (suclpeasonal, social network,
local community and societal), providing eviden@@sreaching an innovative
knowledge base.

In this thesis the combinations between the threeelsions are used for
qualitative analysis, but it could allow a mixedihmmd study also using
guantitative methods. This provides an in-depthgimtsinto how barriers and
inequalities — faced in different fields of life eften are intertwined with
additional aggravating factors such as povertycaeasibility to the educational
system, unemployment, social exclusion. So heraitisos can emerge
intertwining additional facilitating factors, suclas learning supports,
technology, accessible services, policy recommeéougaand participation.
Research should not address the whole fields ssidaening or employment in
themselves, but focus on intersections of the mdgere to develop scenarios
of innovative knowledge and actions.

In this framework there is also another dimensiorbé considered, “time”.
Concerning this dimension, apparently not inclugethe Contextual Map, the
reference is Bronfenbrenner's Bioecological ModélHuman Development
(Bronfenbrenner, 1979). In particular consideridge tinteraction between
processes, person, context and time (PPCT modeinaéer)

The final element of the PPCT model is time, tHayg a crucial role in human
development, that can be thought of in terms dtinet constancy and change.
Moreover, | have also considered what Elder stdted;individuals construct
their own life course through choices and actiomeyt take within the
opportunities and constraints of history and soc@cumstances”(Elder,
1998).

Referring to this assumption, it is clear that tinejectories of research
highlighted below require a “socio-historical  contextualization”
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(Bronfenbrenner, 1995). As well as the intersectiam the map (points of
interest), such as the level of participation isearch, innovative development
and ultimately solutions, that can change over tilfes clarification is aimed
at highlighting the fact that the model of intetiateon offered by the map does
not intend to be only like a photograph of diffedreantexts or scenarios. But as
tool able to analyze the context evolutions, ingigdifferent needs at different
times (Bronfenbrenner & Crouter, 1982).
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1.3 Progress beyond the state of the art

In order to inquire into new emerging needs andewstdnd what factors hinder
or facilitate inclusion, some sample of trajectsrief research related to
different areas of disability are reported hereedéh do not claim to be
exhaustive, but explanatory of a holistic approaithed at understanding what
barriers exist to accessibility and inclusion. E#eljectory provides descriptive
elements linked to open questions that could bd teeuture investigations. It

also includes a contextual map for each trajectorywhich the intersections
between life sectors (learning, employment, livemgd leisure) and domains
(services and products delivery, technology, atétdexpectations and policy
mainstreaming) represent the space to be analyzedeep. The analysis
conducted with a participatory approach.

In this framework participation represents the dadement that drives the
development of innovative actions to reduce exolusiespecially in the

research field.

1.3.1 Education

The rate of attendance at school, in the age goetipeen 16 and 19, for young
people seriously disabled is 37%, and partiallyablisd young people is 25%
(WHO, 2008). The current reductions in public fingug to schools (often due
to the economic crisis) on one hand, and the pressoy family and social
demands on the other hand, create a problematitexdofor inclusion in
schools. In this framework, support for person wdibability is increasingly
dependent on the skills and competencies of pi@uotits, who are therefore
extremely relevant.

Possible trajectory of research

The key research needs are twofold: the first oyieg to investigate - for

some limited deficits such as blindness, deafn@gssical disabilities - the role
of professionals as communication facilitators,de¥a, etc., in encouraging
personal autonomy.

The importance of this aspect is underlined by maatyonal and international
associations for the blind for instance (CaldinQ&0Caldin, Bullo, Turatello,

2007).
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The second one focus on the inclusive processsshabl, starting with best
practices in schools which seem to positively asllréssues related to
inclusion, investigating for example the organiaatby “classes” or by “levels”
of learning.

In this trajectory of research questions could be:

* What are skills and competences required for psidesls (teachers,
tutors, trainers, etc.) to reduce the limits geteetdoy deficit such as
blindness or physical disability?

* What are practices and processes possibly usedoabgspionals for
encouraging personal autonomy, especially in leafhi

* What are samples of policy at national and EU |¢hat can support
inclusion in school?

* What are benefits vs limits of the organizationctass?

* What are benefits vs limits of the organizationdel?

Considering the trajectory “Education” in the frammek of the contextual map
further research questions can arise.

Education in the life sector of learning is cros$ay all dimensions of possible
social innovation, and this can generate reseaneltupns, for instance how to
organize innovative service for persons with edocal needs in order to
facilitate learning in non formal contexts.

Regarding assistive technology and the relatioh \iting, which environment

can assistive technology be applied to (at schowl/ax house), how to

facilitate people to take full advantage of new e@epments in terms of
learning (Allsop, Gallagher, Holt, Bhakta and WdkR011).

Another life sectors that could be included isititersection with employment,
considering the role of education in the relati@teen learning (for example
in the processes for competences certification) acwkss to Labour market
(Polidano, 2010; Weddington, 1995).

An other can refer to the choice of policy and twnsequent impact on
education, or what are the best attitudes to suppaocial inclusion.

Possible solutions to these issues should alswdlaated considering the level
of involvement and participation, that in the cadeeducation can include
personal, local and societal level (see fig. 4).
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Figure 4: The trajectory Education
1.3.2 Ageing

People with disabilities often encounter problenss they age, but more
importantly their families also encounter problemiis increases the need for
care, at an age when the parents themselves néedcered for. Moreover, the
cognitive and relational functions of persons vdisabilities tend to deteriorate
with age. In such situations, the role of brotharsl sisters, often already
disadvantaged in personal and social opportunitesomes relevant.
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Possible trajectory of research

To provide more equitable provision of support dder people and families,
there is a need for new knowledge. In this areatgrttention should be paid to
the relation between the ageing and families. Acifiperesearch could be
aimed at elaborating policy recommendations on sdp@and guidance,
especially on welfare forms of home care, whichitlithe institutionalization
and ensure adequate and affordable housing. Anddeat could also be
represented by identifying whether designs of isiel@ micro-environments in
the home or community area can solicit, initiatel asupport solutions for
mutual-help and solidarity of neighbors not engaigedork activities.
In this trajectory of research questions could be:
* What policy recommendations can face the probleth@fgeing of
parents of persons with disabilities?
* What are possible contributions by social and etilmcal Agencies
for supporting the ageing of parents?
* What are practices to improve the home-care ang@stmeasures
of mutual-help?
* How to engage civil society in supporting famileesd what role of
local authority?

In the trajectory “Ageing” the intersections taketo account refer to the life
sectors of learning, living and leisure, cross4oytthe dimensions of services
and products, assistive technologies for aged peatesigned for example using
a Design for All approach, in order to focus on iemvment accessibility
(living) and the social inclusion (Barnes, 2011).

Another intersection could consider the relatiotwleen the expectations of
lifelong learning and ageing, as a possible fiefdinvestigation. Also the
innovation of services generated by policy mairsstiemg aimed at promoting
accessibility to building, house living and envinoents.

Furthermore, assistive technologies can represeiiitéting factors for living,
as home automation, if practices and solutionsetadopted are studied and
outlined.

Possible solutions to these issues should be aiaated considering the level
of involvement. For example in the intersectionstwieen leisure and
service/products delivery the level of participatican be local; unlike in
leisure and technology the level of involvement barpersonal.

While considering the intersection leisure and golthe level of participation
should be at societal level. The same for the sdoting. Differently the
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intersection between learning and technology incée of ageing can have a
personal level of participation, such as for leagrand attitudes (see fig. 5).
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Figure 5: The trajectory Ageing

1.3.3 Multi-discrimination

Three examples of multi-discrimination are reporésdfollows: they could be

analyzed in depth in order to gain a greater undeding of this trajectory of
research, currently poorly investigated:
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a) It appears that there is significant discrimoratin prisons against
detainees with disabilities. These people are antbonge who have few
alternative measures. This issue deserves, at Bl lea thorough
investigation that raises awareness and producesolgtions.

b) In migrant families who have children with digdies there is wide
vulnerability. The issue is of particular concem some EU countries,
where the families arrive already with a child wiisability, believing
they can receive more care and assistance in theoentry. The reality is
very different from expectations and results incpical difficulties of
various kinds: assignment of adequate housingHerdhild’s disability,
access to services, lack of friendship and kinsgtworks, etc. For
immigrant families, the school remains an esseméfdrence, presenting
itself as a welcoming educational community (CanevB’Alonzo, lanes,
Caldin, 2011; Caldin, 2012).

c) The connection between gender and disabilifgrisrom being sufficiently
investigated. Nevertheless, women and girls witkallities have been
proved to be subjected to an enduring double dscation: sexism as
well as disability-related dynamics of social exotun. Available research
data indicates that women with disabilities arensigantly poorer than
men with disabilities. They are more likely to baemployed and, if
employed, they receive considerably lower wagesn thmen with
disabilities. Moreover, widespread stereotypes dbase gender and
disability greatly limit disabled girls and womemnoirin educational
opportunities, access to public services and pi@vss access to
healthcare, and social environments more than reifisabled male or
nondisabled female counterparts. For these reaBamepean agencies are
now addressing multiple and intersectional disanation in various areas
of research (as proved by the recent European Rueatal Rights Agency
project on access to healthcare, in which the Depant of Education
Studies of the University of Bologna has taken péft.

Possible trajectory of research

Starting from the definition of disability, it's iportant to take into account how
to remove as much as possible this term from tka wf disease (see chapter
2). This is particularly relevant in situationsrabiltiple-discrimination that risk

being treated with medical approaches instead iofyteescribed to the approach

14 http://fra.europa.eu/en/publication/2012/inequeditand-multiple-discrimination-healthcare
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based on rights and capabilities (Sen, 2005; M&0®6; Biggeri and Bellanca,
2011, Biggeri and Santi, 2012), as the situatiompridoners with disabilities,
migrant families with children with disability andromen with disability.
Therefore, research should investigate what salutioreasonably compensate
the disadvantages suffered by offering resourcelssamnvices, expanding and
ensuring the capacity and power of individual aoliective choice (Carazzone,
2006; Jones, 2001; Lansdown, 2001; Quinn and De@atR).

Considering the three samples of contexts descriedwhich multi-
discrimination manifests strongly, the needs oéaesh should focus:

a) For prisoners with disabilities on the experencarried out on the
accessibility of workplaces (Caldin, Cesaro, Ghed07).

b) For migrant families with children with disalylion how school and
social-health services could implement supportoasti as schools opened
in non-school periods for language learning, edanat services for early
childhood education pathways that initiate parentisupport, social
services establishing information and training, etc

c) Recognizing gender inequalities is importanesdearch is to acknowledge
intersectional discrimination going beyond the estaft the art. In this case
by providing evidence of the fact that the womathwvdisability or girl's
awareness of being excluded or discriminated onrgts of her disability
rarely goes together with awareness of being disodted on grounds of
gender.

In this trajectory of research questions could be:

How to compensate for disadvantages by offeringices able to
expand and ensure the capacity/power of individual collective
choice?

What practices exist concerning prisoners with lllgees and
access to the workplace?

How school and social-health services could implam&upport
actions for migrant families with children with dlsilities?

What practices or approaches recognize and redusedeg
discrimination for women affected by disability?

How to raise awareness and to whom to disseminasearch
findings about multi-discrimination?

In the trajectory “Multi-discrimination” for examelthe intersections between
learning and services provided to disabled childsgth migrant backgrounds
can require a local level of participation. Diffatly in the case of the
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intersection between employment and policy if cdesng women with
disability or prisoners with disabilities (see f&).
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Figure 6: The trajectory Multi-discrimination

1.3.4 Multi-disability

There is an increasing trend of births of childvath multiple disabilities, also
deriving from prematurity (Caldin, Pradal, 2007)heT services are not yet
prepared for such an emergency and there are gergpecialist available for
the parents to turn to. For instance, insufficiprdtocols and agreements for
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the communication process of diagnosis, often sdpgmnly by assistance at
school.

Possible trajectory of research

In order to go beyond the state of art researctuldhdevelop proposals of
actions and practices to respond to the need afatithg family members who,
starting from their home care, become competerth wiinstant processes of
empowerment. Thus, parents and those who live enctintext of the person
affected by multi-disability, could acquire knowtgd of rehabilitation and
community-based education (Caldin, Milani, Viser2B07 and Caldin, Milani,
Orlando 2007 and Caldin, Milani, Visentin 2008 daldin, Serra 2011).
In this trajectory of research questions could be:
* What are samples of support services or best pesctf home-care for
children affected by multi-disability and for théamily?
* How to transfer knowledge and practices of comnydbése
rehabilitation?
* What data is available about the increasing trentiiths of children
with multi-disabilities?

In the trajectory “Multi-disability” the interseans considered refer to the life
sectors of learning, living and leisure, cross-dyt the dimensions of
services/products delivery, technology and poli@imstreaming. For example,
learning could benefit new services aimed at facipgn problems such as drug
delivery and development of therapies during schumirs. In this case the
level of participation can involve the society atde or local community. The
intersection between living and service could asllrsituations in which
parents fail to bring children to health and soskilvices because they cannot
be moved (children with breathing machines, et€he role of assistive
technology in facing many problems due to multiadiity in the area of
learning and living (accessibility) is still a thenwith few references, that
should require the involvement of different papamts (family, education
agency, social service, etc.) with a community lefearticipation in research
focused on this aspect.

What policies can be mainstreamed in terms of ghamd social inclusion in
case of multi-disability, especially for familidsat often feel alone, is an other
interesting aspect to be analyzed using a commumitysocietal level of
participation in research.
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While in the intersections between technology amohd or technology and
learning, in case of multiple disability the paigietion level can require a
personal involvement, including family.
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Figure 7: The trajectory Multi-disability
1.3.5 Injury

An increased incidence of trauma is a huge sourcedisability. The
phenomenon, in all its forms, is quite recent anmbicy must be addressed to
this area.
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The few specialized rehabilitation structures theal with trauma, require a
great economic expenditure.

The existing facilities are often inadequate foe theople with who find
themselves disabled (assistive devices, rehabilitaipproach).

Consequently traumatized people themselves doemoignize these structures
as environments that meet their needs and thentwstaff is not trained in the
new rehabilitation approaches.

Possible trajectory of research

To provide more knowledge and support for this kofdparticular situation
research should focus on hypothesis of targetedrawpnts of parent-training,
training medical, education and rehabilitation fstah order to provide
indications on how to define, manage and organigprapriate training
modules.
In this trajectory of research questions could be:
* What possible policy can contribute to facing thecréasing
phenomenon of disability due to trauma?
* What facilities are needed and how should theyrgaresed (social and
medical services) to respond to the needs of trémethpeople?
* What best effective practices exist regarding tngnmodules of
medics, care givers and educational staff?
* What are the implications in the re-definition bétproject of life?

In the trajectory “Injury” the intersections refer all life sectors, cross-cut by
the dimensions of services, technology and polieynstreaming.

For example, sectors as living and employment eke tadvantage of the
development of a personalized solution to suppedntial reduction of
functionality.

In this case the level of participation could bespeal. Another example
concerns the inadequacy of existing facilities #raltraining of professionals.
This requires more investigation, especially folusons based on more
effective learning, intervention practices addrddsetraumatized people.

In this case the level of participation could requilocal community
involvement, that could help to identify resourdes improve training of
professionals and sometimes families.

Policy, at societal level, could play an importeslie promoting the adoption of
measures aimed at reducing possible forms of exelus leisure (e.g. practice
of sport), or living (e.g. building accessibility).
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Figure 8: The trajectory Injury

1.3.6 Accessibility

In this trajectory of research accessibility refenginly to Information and
Communication Technologies (ICT) and Assistive Tesdbgy (AT). This
specific sector plays an essential role in suppgrtiaily life in today’s digital
society. ICT-AT are used in various fields of Ifach as'...at work, to stay in
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touch with family, to deal with public servicesvesll as to take part in culture,
entertainment, leisure and political dialogué&s”

Possible trajectory of research

In order to provide support for understanding issuelated to accessibility
through ICT-AT, research should analyze and studw hechnology can
contribute to the generation of innovative solusiowhere services and product
solutions are assessed on the basis of real Iferences.
In this trajectory of research questions could be:
* How to contribute to the generation of innovativ@usions in the
domain of services using ICT-AT devices?
 How to contribute in the mainstreaming of innovatitechnological
solutions?
* How to disseminate information and tools to noitdigatives people?

In the trajectory “Accessibility” the intersectionsfer to all life sectors, thanks
to the strong use of ICT-AT in almost all areadifef, cross-cut mainly by the

dimensions of services/products delivery and teldgyo

For example for services provided by ICT-AT, asoramended by the Digital

Agenda For Europe (2010-2020), Action @B4dlake sure that public sector

websites are fully accessible by 2015: The Interisebecoming a major

channel for the provision of services. Posing lemsifor some citizens to
access them — websites that are not built with ssibdity features — leads to

social exclusion and a negative economic impagbeEted effects and impacts
concern an important part (15%) of the EU populatibat are disabled, many
of the elderly, and about 60% of regular users véxpect to benefit from

improved web-accessibility’.

In this sense while the participation level carpbesonal in the development of
solutions for leisure or living, it should be sdai@tworking or communitarian

level in the development of services related to engployment or learning.

Another example is technology, that crosse cudedtors of life and that should
develop and research solutions using a personall éd\participation.

For example, adopting the Design for All methodotigh which manufacturers
and service providers try to design and produce t@hnology for everyone,

suitable for the elderly and people with disal®hti

15 e-Inclusion http://ec.europa.eu/information _society/activitgisélusion/index_en.htm

16 Digital Agenda For Européttp://ec.europa.eu/information_society/newsrooffiétfe-
dae.cfm?action_id=222&pillar_id=48&action=Action%&4%63A%20Make%20sure%20that%20public%
20sector%20websites%20are%20fully%20accessible%82002015
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In this section of the thesis | have outlined cairgtrands of inclusive research
in the area of disability.

In order to face the challenges that this analygklights, what is needed are
innovative research methods based on inclusiomr@aghe emancipatory and
participatory approaches.

| think that for the realization of effective stadiand research on disability
aimed at providing evidence-base knowledge forcyadind decision makers, it
is necessary to adopt an holistic approach to wstaled and describe the
complexity of the field, systematizing informatidtom various contexts and
scenarios of people’s lives.

For this reason it is also necessary to widely igwveand promote the
participation and involvement of persons with dibts, their families, DPOs,
mixing bottom-up and top-down approaches, espgciad engage non-
academic participants in researches.

The trajectories of research described should Imsidered with a changing
academic perspective, in order to find creativautsmhs capable of shifting
from a medical model to approaching disability esstiowards a model based
on Human Rights.

Following this central path are questions and issaened at detecting,
analyzing and researching the possible benefitapks of social innovation,
best practices, processes and policy recommendatonsidering disability as
a cross concept, universal, multi-dimensional dqaeenomenon and integral
part of being a human.
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CHAPTER 2 - Frame of reference

“Words do things” (Austin, 1962), they can be useful instrumentd, dso
dangerous devices when their imprecise use redgphénomena, which in the
common mentality expresses “diversity” to be exxedi (avoided-wary of).
The problem of terminology related to “disabilitghd “inclusion” identifies
and distinguishes a particular anthropological onsi offering social
representations rather than personal view, becausgese terms are culturally
constructed.

In the use of terms, it is important to explain theoretical background of
reference and the resulting operational dimenstbopsing a few key-words
that contain information useful for the understaigdof the frame of reference
of this thesis.

As indicated by the United Nations Convention oa Rights of Persons with
Disabilities (UNCRPD henceforward), disability iself an evolving concept,
which identifies new obstacles and new facilitation inclusion in a social
context, historically situated.

This situation is linked to the evolution of sogietith regards to disability,
which leads to different representations and péiwe according to the
importance of elements of obstruction or faciltiatiand actions put in place to
reduce or to increase them.

EU countries that have worked more on inclusivecgsses have made it clear
that what started as a “specialist” responsesdalility have become beneficial
for all, strengthening the EU membership and dnligiactive citizenship.

The World Health Organization (WHO henceforwardyl dhe United Nation
documents, as the International Classification ofhd&oning, Disability and
Health (2001), the International ClassificationFafnctionality, Disability and
Health for Children and Youth (2007), and even morresting from a
political point of view, as the Salamanca Staten(@804), the International
Convention on the Rights of Persons with Disaletit(2006), the Declaration
of Madrid (2007), and the European Disability Siggt (2010), represent the
main documents used to define the frame of referafiche present research.
In particular for what concerns the meaning anduthgerstanding of the terms
disability and inclusion.

The analysis of this documentation was the firep dor the definition of the
framework in which the concept of a “person witlsahility” was adopted.
When using this definition, although related to iagke person, | wish to
consider as a constant element the existentialcash the community and then
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design innovative actions and interventions tado® specific situations
through the participation and, most notably, theaeapation of disabled
people. The innovative aspects of these documemtsist in providing an
overview and a coherent vision of different dimensi of health at biological,
individual and social level, introducing a categofycontextual factors, which
allow the planning and organization of interventom the social and
environmental field.

This also foresees a focus on the paradigm shitrésponsibility is no longer
attributed to the excluded person because of aitltga but to the external
structure.

From this view point, when talking about restrictpdrticipation | refer to
“handicap”, whereas when | talk about limiting tretivities | mean
“disability”. It is also important that people amot marked or defined only
through expressions related to their disabiliti€sr this reason the term
“person”, that in the humanities explains the theofe commonality of
existential situations in which each one has cairg8 and resources
(Heidegger, 1927), is included in the definitioropted.

The perspectives contained in the internationaludents are addressed to
policies and interventions which promote and supiie leadership of persons
with disabilities.

The way to support leadership, here hypothesizeasists in the adoption of
open participation in the co-creation of environisefsuch as cultural, social,
economical - products, services and buildings -catianal, etc.), in order to
make life easier for vulnerable groups, throughdpplication of participatory
and emancipatory approaches for the design of lsociavative practices.
Before outlining in the next chapters how to adbpse approaches to facilitate
people’s lives, | wish to present in the first paftthis chapter some basic
concepts regarding the meaning of the terms “disgband “inclusion”.

In the second part a brief overview of the différemdels and approaches
developed in order to deal with disability issugegliovided.

It specifies that the main difference between medeld approaches is that
models are “rigid” structures that do not allow iggas or modifications of their
assumptions and references, whilst approachemare flexible and adaptable
instruments to be applied in different socio-cldtuaontexts.

The last paragraph presents the movement of thablity Studies, whose
features do not consist in having a defined frafmeference, but in following
principles and adopting innovative contributionsréatation to the contingent
social and individual needs.

The presentation will try to outline a picture offerent models developed to
understand disability, from structured modelsless rigid approaches, until a
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free movement often defined a-theoretic, the Diggltudies (Barnes, 1995).
The difference between model and approach is Wiate the first is more rigid

and static, the second is a more dynamic procepgeimented according to
certain principles.

This section will not attempt to provide a compretiee review of the

literature associated with these models and appesacor to explore with
thoroughness the debate and theoretical differemresng each of these.
Rather, it examines many of the defining featuregrder to demonstrate how
disability is an evolving concept that in its regeetations reflects cultural
models, social attitudes and policy orientationspaticular focus is on the
elaboration of the participatory dimension in ortteprovide useful elements to
define the framework of reference of the preseesith

2.1 Definition of disability

In this thesis | wish to consider the word “dis#iilas an evolving term which
reflects cultural, social, political, attitudinah@ philosophical orientation of a
society. To understand changing perceptions dadbilisy it is important to
remember thatthere is substantial anthropological and sociologi evidence
that societal responses to people with disabilitresies across time, culture
and location” (Barnes, 2011; Ingstad, 2001).

But in order to avoid the adoption of a generaledinition my choice is to refer
to two precise meanings, the first provided by Wierld Health Organization
and the second by the capability approach.

The definition provided by WHO considers disabildg “an umbrella term,
covering impairments, activity limitations and peipation restrictions. An
impairment is a problem in body function or struetuan activity limitation is
a difficulty encountered by an individual in exécgta task or action; while a
participation restriction is a problem experiencdady an individual in
involvement in life situationsThus disability results as &evolving concept”
representing a complex phenomenon, reflecting ateraotion between
“features of a person’s body and features of theiety in which he or she
lives” (WHO, 2007).

The second meaning assumed defines disability nmsteof “capability or
functioning deprivation; that occurs when afindividual is deprived of
practical opportunities or functionings as a resaftan impairment or health
condition” (Burchardt 2004; Mitra 2006, 2011; Welch 2002).
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The reason | wish to refer to the definition oraging from the capability
approach that is more flexible and adaptable téewdiht contexts, needs and
innovations in the field of research.

The importance of definitions in this field is dte the fact that, despite the
interest in disability by social, political and deanic participants, the dominant
and common meaning attached to disability remaowed in a view of
individual tragedy, especially in the most indwatried and western countries.
Although the debate on the meaning of disabilitys Heeen generated by
disabled activists, movements, organizations amdemics since the 1960s, it
is still widely regarded as a health issue concgrmhainly medical diagnosis
of individual pathology, functional limitations amificits (Goodley, 2012).
Thanks to the contribution of the disability moverhand many authors, the
realization that the dominant definitions of didépi pose problems for
individual and group identity has come to the ligfihis has led to the
beginning of a challenge about the use of termigywknd the attempt to build a
disability culture that challenges the ideologyefsonal tragedy that continues
to influence the dominant ways of interpretingd anderstanding disability.

It is important to highlight that the use of theméology is strictly related to
the kind of model or approach adopted in order nalyze, interpret and
understand disability. For this reason in the natagraphs | will provide a
summary of the main paradigms developed to de#l thi issues related to this
field.

In general, the paradigm through which some dédingt are elaborated has the
power to determinate what kind of cultural, soeiadl political approach will be
used to cope with the phenomena. In order to glatis point | wish to
illustrate an example. For the medical model aldésh person’s inability to
find a job is attributed to their lack of ability tarry out the required tasks and
activities, or capacity to undertake the necessags.

In this way, such arguments ignore the fact thapie environmental and
attitudinal barriers many disabled people can caempeccessfully in the labour
market and fingaid work.

Contrariwise, if the issue is approached with aiadomodel the reason by
which the unemployment rate amongst disabled paspteich higher than that
of the non-disabled, it is more likely related toustural rather than personal
explanations. This is because persons with disabgenerally experience
exclusion from the workplace due to attitudinalyviesnmental, social and
cultural barriers (Barnes, Mercer and Morgan, 2800 2002; Oliver & Barnes,
2010; WHO, 2011).
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This model moves away from the individual to theciab and collective
disadvantage of disabled people. This consequetghgrminates different
policy measures and responses.
The example reported shows the value of a socthcaliural re-assessment of
dominant thinking and behavior. The focal pointtbis example is not to
“replace error with truth but rather to engage imitical reflection to improve
our understanding of the society and our subsequetions within it”
(Bauman, 1990).
If disability is interpreted only as a tragedy,abked people will be treated as
victims of tragic happening or circumstance, beeatisituations are defined as
real, thert'they are real in their consequencegOliver, 1990). And if it is true
that society continues to respond to disability ipredominantly individualistic
way, for the influences of a medical model of dikah then it needs to shift
the paradigm of reference and change the termigalsgd in order to provide
new understanding, new social beliefs and newudtt.
Another issue that | wish to clarify in this paragh concerns the use of the
term to indicate persons that live in a situatidnimpairment, handicap or
disability, because | think it is important to bevame of the complexity
concerning the issue of terminology. In the medimatlel and in health settings
people with impairments are referred to as “pasigrthat represents a precise
health setting, such as clinics, hospitals, reftabdn centres, etc. The social
context instead largely prefers the term “peoplenwisabilities”, although also
the term “differently able” is currently diffused some sub cultures.
Although a satisfactory universal definition is pably impossible to achieve, |
wish to adopt that argued by the UNCRPD, in whielnspns with disabilities
include those'who have long-term physical, mental, intellectual sensory
impairments which in interaction with various bars may hinder their full
and effective participation in society on an eqbaisis with others”(UN,
2006).
The definition enshrined in the UNCRPD considergr fonportant elements,
that are:

a) Person

b) Barriers

c) Effective participation

d) Equal basis

These elements are particularly relevant to thend#sediscussed in this thesis
and will be analyzed in the next paragraphs angtelhs The reason for this
lies in the fact that theSprovide the basis for research and actions in fletd
of disability” (UN, 2006) and allows for the description diability on the
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level of body functions, activity limitations, paipation restrictions,
environmental factors and rights.

Furthermore, these four terms are in strict retatigth four different concepts
that represent the basis of this research in thlel ©f disability, as shown
below:

UNCRPD 4 elements Thesis 4 concepts

Person <:l'> Active citizenship
Barriers <:::> Social Innovation & Design
for All

Effective participation Participatory and

Emancipatory approaches

Equal basis <:::> Civil and Human Rigths
model of disability

I will return to these elements and concepts inrtagt chapters (3, 4 and 5)
where they will be analyzed in depth. | wish taagiuce them in this section in
order to show the relationship between: what isred by the UNCRPD, what
I mean when using the term “people with disab#itiand the ideas adopted to
provide evidence of the research hypothesis, actprtb which “an open
participation in the co-creation of the environmembakes life easier for
vulnerable groups’

In particular, applying the concept of Active Caiship to the element
“person” could promote self-determination, empowemnimand self-awareness.
When dealing with the element “barriers”, the cguseof Social Innovation
and Design for All could be used to implement sssj products and
environments reducing barriers and improving acbiégg. The adoption of
Participatory and Emancipatory approaches in theearh field and
interventions could ensure the element “effectiagtipipation” of a person
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with disability. Finally, the element “equal basisduld be better guaranteed if
considered in a framework of Civil and Human Riginizdel of disability.

Even if | have chosen to adopt the term “persorhwvdisability”, in some
sections | will refer also to “disabled people” arder to avoid excessive
repetitions. In this sense the two terms shall beduas if having the same
meaning in reference to the elements and concepsrted above and the
common experience characterizing people that, dégss of the impairments,
disabilities or any other situations of life, falarriers to inclusion and a full
participation in society.

2.2 Definition of Inclusion

The origin of the term inclusion can be brought kdc the concept of
“‘integration”, developed in the Scandinavian safentommunity in the ‘50s
and ‘60s which guaranteed rights for all (StangvR89). The shift in the
concept of inclusion (Daniels & Garner, 1999) ocedrwhen the term started
to indicate access and patrticipation as a prigegardless of the severity of
deficits. Pushing the commitment and actions irofaof a lifelong participation
(Santi and Ghedin, 2012), in all dimensions of &xise (school, work, family,
society, environment) in which a subject lives @ad realize his/her potential
(Hollenweger & Haskell, 2002). The term inclusi@formalized for the first
time with the Declaration of Salamanca in 1994nalmg the beginning of a
renewal in culture (UNESCO, 2000 and Caldin, 2001).

The inclusion theory is premised on the social moéldisability (Oliver, 1990
and 1996), as opposed to the medical theory, atldeabasis of the Civil and
Human Rights model. This paradigm emphasizes tfiereince between the
biological (impairment) and social (disability) abtions. Promotes the direct
involvement of persons with disability and theimiéies in policy decisions,
focusing on removing barriers to economic, cultueadvironmental, political
and social contexts; including education, employtnersure, sport, etc.

It looks at the totality of the social and polticspheres; first on the contexts
and then on the individual, it transforms the oadynresponse, referring to the
empowerment constructs, which focuses on the aecisiaking processes of
persons with disability themselves and their fagsil(D’Alessio, 2005). This
perspective emphasizes the principles and theafeticF constructs: the
person, the holistic approach, the integrative gggehosocial model, the
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consideration of contextual factors, the relatiopatspective, the quality of
processes and systems, the participation in shbigalStainback and Stainback
(1990) argue thé&tinclusion is a basic right that no one should egrnn the
sense that governments and communities need toveeb@riers and obstacles
to social inclusion, with adequate resources angpau to create inclusive
environments and societies.

Persons with disabilities are not a homogeneousupgrdut there is a
commonality of experience which unites them, namébbrriers to full
participation in society (EC, 2010c). The issuanmiusion is fundamental to
the concept and definition of disability and reifegrto the authors cited above,
three main types of exclusi@an be identified (Harris & Enfield, 2003):

- Attitudinal: persons with disabilities may be exada by attitudes of the
non-disabled people (e.g. low expectations about\tliey can achieve,
fear, ignorance, etc. ).

- Environmental: this type of exclusion refers to swacted and
manufactured environments (including transport &), that are not
designed to accommodate persons with disabilities.

- Institutional: exclusion occurs when persons witkabilities are not
accorded the same rights enjoyed by others (eegri¢int to vote, to be
employed, to attend school, to marry, to have céildetc.).

In the framework of this thesis - inclusion is colesed as the founding element
of a context structured in order to accommodatepabsible diversity (as
opposed to the integration model, where it is titdvidual who is accepted and
fits in). When an inclusive approach accommoddiescbontext, it can facilitate
the lives of people especially if they are allovegbarticipate.

In order to define what inclusion means, | shoultline that, broadly speaking,
the word refers to the action of promoting andueng the participation of
people with disabilities in education, training, @oyment, research, policy and
all aspects of societyproviding the necessary supports and reasonable
accommodations to allow them to fully participaf@’O, 2012).

In accordance with the UNCRPD, Art. 2, paragraph “Reasonable
accommodation means necessary and appropriate iT&tih and
adjustments not imposing a disproportionate or wnturden, where needed in
a particular case, to ensure to persons with diaés the enjoyment or
exercise on an equal basis with others of all humghts and fundamental
freedoms”,the dimension of reciprocity underlying the conceptreasonable
accommodation emphasizes the importance of thegehhility of human
rights, especially the civil and political rightarficles 1-21 of the Universal
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Declaration of Human Right9, including the right to freedom of thought,
citizenship, to form a family, etc., leading to tbenstruction of the individual
as a “capable” subject in an inclusive environmé&ihereby, adopting basic
concepts such as inclusion, co-evolution, recipypciparticipation and
emancipation, it is expected that the parties wewlin a situation can/should
both contribute to the success of the action itsgtbwing and evolving
together.

Reasonable accommodation is required to deal widhl@matic situations with
the adequacy of the available resources. The imelus a goal (a regulative
ideal) that helps and directs the advance of imtugrocesses through gradual
steps. For example, “barriers-free” is the reguéatdeal, whereas the reduction
of barriers with reasonable accommodation is thecee and consistent
action required to reach the first. From this pec$pe, inclusion is seen as a
broad “ecosystem” that can promote co-evolutiorioofe and all” (Canevaro
etal., 2011).

2.3 From a charity model to a civil & human rightsmodel of disability

The objective of this section is to provide a broeferview of the different
models to approach disability in order to highlighe different social and
cultural attitudes, representations and how theseldeveloped from the late
1900s to the present day. This overview consuttsoas-section of influential
accounts of disability as the basis of its undeditag as evolving concept.

The overview summarizes the main conceptualizat@inghe phenomenon of
disability, starting from the charity model, thrdutp the social model and on to
the civil and human rights model. Accordingly copitens regarding disability
have undergone changes from cultural context ttukall context, and from
country to country. For this reason | think it abile useful to indicate the path
which led to different meanings attributed to tlmmaept of disability, and to
shed light on the shift from a concept of passjwitgtimization and welfarism
(an issue of person), to one based on the actligeparticipation and respect of
the human rights (an issue of society).

This paradigm shift provides the hope of being abbe switch from
interventions based on “normalization”, to sociatipovative actions aimed to
“facilitate” the lives of the people.

7 Available at:http://www.un.org/en/documents/udigAccessed on (BApril 2013)
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Assuming thatthe exclusion and isolation of persons with didaieis are the
result of stigma, discrimination, myths, misconu®, and ignorance’{Quin

& Degener, 2002), all these elements need to bsidered to understand the
complexity of the issue, and design effective wdetions for an effective
inclusion of all persons in society.

Despite the contribution of the UNCRPD, which adsorpersons with
disabilities full rights as citizens, attitudes &dn stigma, discrimination and
ignorance still persist.

In the last three decades there has been a paratlifmegarding persons with
disabilities as objects of research to seeing thersubjects, able to participate,
self-determinate and take charge of their own pifeject (Lachapelle et al.,
2005). This paradigm shift has been made possipléhe development and
affirmation of different models and approaches ke tunderstanding of
disability.

According to the their general description, the mBisddescribed are drawn
mostly from North American and European sourcestridmiting to support the
transition from a model based on a view of pasgiaickness and patient care
(attitude towards person with disability), to a neme of commitment to active
citizenship, self-determination and participationthe elaboration of his/her
own project of life (attitude towards society).

2.3.1 Charity model

This model is historically situated in the perioetween the end of the "9

century and the Second World War. It was basedhamity and benevolence
rather than justice and equality, treating peoplth wlisabilities as helpless
victims as needing care and protection.

This model didn’t promote inclusion, it consistefl @accepting the act of
exclusion of persons with disabilities from socjetyainstream education and
employment. Moreover the focus was on the disghglibne and how to get it
cured, without considering the abilities of theguar.

During this period persons were treated as passweficiaries of charity and
the idea of a disabled person working and contiiiguto society was almost
unthinkable.

The social attitude was to consider persons witalllity as someone that
“‘can’t” (see, hear, walk, study, work, love, gt¢herefore the expectations of
disabled people were low or non-existent. This ateduded the systematic
removal of disabled people from the community isg#gregated institutions.
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In the charity model persons with disabilities #fere were considered as
objects who could only receive care and assistamitleout participating in the
processes which shaped their lives.

It sees them a&individuals, with individual problems”(Poizat, 2009), and
simplifying “if you solve the problems of individuals with didl#ties, then the
‘problem’ of disability is solved{Stiker, 2005).

This approach led to the consequence that if disas seen as an individual
problem, services are always going to be inadegbaisause individual needs
can never fully be met.

The positive contribution of this model regards tbempassion and the
charitable impulse that have been generated in masgociations and
organizations dealing with disability .

U7

Predominant image of disabled people a
“helpless victims” that need to be assiste
with charity and benevolence

l

Exclusion
Control/classification of persons

l

Institutionalization and care
(disability as individual problem)

L

Figure 10: Summary diagram of the components of the Charity model
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2.3.2 Medical model

A precise beginning and end of the medical modalisébility is not easy to
establish. This is due to the fact that it is ofemtompanied by the charity
model in literature and although considered as atdated model from a
theoretical point of view, its influence remains dhfferent societies and
cultures. In order to provide a summary of thedristl path that led to the
adoption of other more socially advanced and ekteomodels, | wish to
consider this model as situated between the enddeoSecond World War and
the ‘80s -‘90s.

The medical model is based on the postulate thaatgns, problems and
difficulties experienced by a person with disalabtare directly related to their
physical, sensory or intellectual impairments (Ga2p05). Therefore this
model considers people with impairments as sick iandeed of a care and
rehabilitation through“making people with impairments fit enough to be
integrated or reintegrated in societ(EC, 2010a). In this model disability is
seen and valued only in terms of the extent to wthe individual can perform
the activities of daily life in relation to functial independence and autonomy.
The cultural approach, the social attitude and morgeneral the context and
environment are not valued with a role for the usabn, barriers reduction,
empowerment and self-determination.

Nonetheless, it is important to recognize the irtgoare of the medical model,
because‘the medical aspects of disability must be addrdsss part of a
human rights approach to barrier removalEC, 2010b). Moreover prevention,
cure, alleviation and rehabilitation are fundameotancepts for disability, and
need to be taken into consideration.

This awareness has led the World Health Organizatm adopt Nagi's
disablement model, based on three distinct concegléded to disease and
health conditions: impairments, disabilities andhdieaps (Nagi, 1965). All
elements charactering the elaboration of the latenal Classification of
Impairments, Disabilities, and Handicaps (ICIDH teforward) in the 1980. In
this section | will not review the ICIDH, but is portant to cite this document
because it will become part of the WHO family ofeimational classifications
of diseases and related problems. WHO releaseda reaision of the ICIDH
in 2001, named as International Classification ohdtioning, Disability and
Health (ICF), which will be presented further (ssetion 2.3.4). It attempts to
provide a coherent bio-psychosocial view of healifites from a biological,
personal, and social perspective. In this view humeaction and decreases in
functioning is seen as the product of a dynamieradtion between various
health conditions and contextual factors.
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Predominant image of disabled people a
“patients” that need to be assisted

|72}

A 4

Difficulties experienced by disabled people ar
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Figure 11: Summary diagram of the components of Medical model

2.3.3 Social model

The social model arose in response to the critiouthe medical model of
disability during the last 30 years. The origin dantraced back to the Civil
and Human Rights movements of the 1960s and thérilwotions of the
disability movement. An example is provided by W€ organization Union of
the Physically Impaired Against Segregation (UPIAtBat in 1975 affirmed:
“In our view it is society which disables physicathpaired people. Disability
is something imposed on top of our impairments hg way we are
unnecessarily isolated and excluded from full ggoation in society”(UPIAS,
1976).

It was during the ‘80s and ‘90s that thanks todbmetribution of many authors;
such as academics, persons coming from civil spceid activists of the
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disability movement, the social model affirms itsnpiples and interpretation
of the disability.

The term “social model of disability” was coinedlf83 by the academic Mike
Oliver, that focused on the idea of a medical mddsl individual) versus a
social model, in particular referring to the distion originally made by the
UPIAS between impairment and disability, accordimgvhich:

- Impairment: is the loss or limitation of physicalental or sensory function
on a long-term or permanent basis (biological disiam).

- Disability: is the social situation of people wihch impairments. It is the
loss or limitation of opportunities to take parttire normal life of society
on an equal level with others (social dimension).

In this sense the impairment ‘ilmcking all or part of a limb, or having a
defective limb, organism or mechanism of the bodyid disability “the
disadvantage or restriction of activity caused bycantemporary social
organisation which takes little or no account ofopke who have physical
impairments and thus excludes them from partiogpain the mainstream of
social activities”(Oliver, 1996).

The social model assumes tHhHtis not the impairment which disables, but
attitudinal and other barriers in society at largg(Oliver, 1990) and that
interventions with persons with disability condutteithin a comprehensive
social framework are about the removal (or redumjtiof barriers at an
individual level, but also about the removal of pical and attitudinal barriers
in society at large.

The European Council had already identified in 198andicap as
“fundamentally individualistic’; in the sense that this term has evoked personal
conditions, imputed to the subjedbmenting prejudice and hostile attitudes,
hiding the relational and contextual problem andusing only on the medical
one” (Littre, 1873 and Larousse, 1877).

The social model was developed in response to tiited®s inherent in the
charity and medical models, such as:

- the representation of a handicap and disabilityasibn as a problem that
affects only individuals;

- the extreme medicalization of disability and itsgative effects on the
self-identity and self-determination of people wdlisabilities.

As argued by Mike Oliverdisability cannot be abstracted from the social

world which produces it; it does not exist outside social structures in which
it is located and independent of the meanings giwent. In other words,
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disability is socially produced{Oliver, 1992). This changing perspective has
resulted in the development of a disability movemeahich examines the
social, political and economic aspects that havegmalized and oppressed
persons with disabilities.

Oliver did not intend the social model of disalyiltb be an all encompassing
theory of disability, rather &starting point in reframing how society views
disability” (Oliver, 1990b).

The traditional medical model focuses on disabifiy physical impairment,
with the goal of maximizing individual physical gotial.

Although medical intervention is acknowledged asimportant process for
people with disabilities, it has been criticized fts individualized focus, its
preoccupation with théphysical or cognitive limitations of the “patientand
with enhancing their ability to function “normallytvithin society” (DeJong,
1979).

Research conducted under this paradigm has focitseidquiry in disability
on long-term dysfunction in the lives of peopléwditsabilities, and ignores the
social implications”(Verbrugge, 1990).

The social model seeks to define disability in ewhsocial and environmental
limitations, shifting the focus of inquiry away froindividual impairment and
society’s construction and interpretation of disapi

Simi Linton explained that the impact that disdbpiltheories can have by
comparing it to Women’s Studies wh#feminists differentiated between ‘sex’
and ‘gender’, they allowed gender to be analyzedaasocial construction
separate from the biological determinant of sex”.

Similarly, when*“disability scholars differentiate between “impaiant” and
“disability”, the social model may also be appligal disability” (Linton, 1997).
The focus of disability research should be on thaat factors which interact
with the individual in“either a disabling or empowering way(Verbrugge,
1990).

The social model aims to create a better understgraf the rights of persons
with disabilities and to overcome the economic,iap@nd environmental
barriers that affect their ability to engage in coumity like other citizens, to
participate in society, to empower and self-deteata their life.

This paradigm shift has meant that persons withldisies, along with their
advocates and allies, are taking an increasindliyeacole in demanding that
society acknowledge their rights, eliminate basiéw full participation and
provide appropriate support, with the view thassthaterventions'will enable
people with disabilities to live in ways that arergonally satisfying, socially
useful and meet national and international standaaf social well-being,
human rights and citizenshigRioux, 1998).
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Even if, the paradigm shift started with the soam@del, many in the disability
movement itself realized that this model was ndfigant to make a complete
analysis and understanding of disability.

For example, impairments can be barriers to fulttip@ation in society,
regardless of social attitudes and appropriate rapwamdation, as“the
experience of going blind requires major psychatayiadjustments in the
person affected which are not related to socialitiades or appropriate
accommodation{Hull, 1997).

The social model of disability should not be coesadl as dmonolithic entity,
but rather as a cluster of approaches to the undeding of the notion of
disablement’(Lang, 1998).

This model assumes that disadvantages faced bplelispeople are due to a
form of institutional discrimination.

Concerning this perspective it is important to oetithat the disability
movement believes the “cure” for the problem dfadhility lies in changing
society. For this reason it has also used to infteethe political context, in
order to secure the rights of persons with disgbikvith the objective of
ensuring that'they enjoy the status of full citizenship withiontemporary
society” (Lang, 1998).

However, some criticism of the social model haverbdeveloped, in particular
referring mainly to two points.

The first is that impairment itself can be a bart@efull participation in society,
regardless of social attitudes and appropriaterantadation.

The second is that persons with disabilities asulaerable group that need
help through social protection measures only.

The disability movement itself realizes that theigbmodel is not sufficient to
make a complete analysis of disability. For thissmn other models and
approaches that attempt to resolve some of thed®degons are reported in the
following chapters.
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Figure 12: Summary diagram of the components of Social model

2.3.4 Bio-psyco-social model

At the beginning of the 2000s WHO implemented aamagvision of the
ICIDH that lead to the elaboration of the Interoatil Classification of
Functioning Disability and Health. The so-called@id-psyco-social model of
disability” was developed in this framework.

In this model, further development led to the Insgional Classification of
Functionality, Disability and Health for Childrenné Youth (2007, ICF
henceforward), functioning and disability are seena dynamic interaction
between health conditions and contextual factomnsjuding personal and
environmental.

The framework previously defined by Nagi and théDig have presented the
disablement process d® linear progression of response to illness or
consequence of diseas@Nagi, 1991).
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From this point of view, disabling conditions halyeen considered as static
situations, with a consequential element that easummed up as “if you have
an iliness, then you have an impairment, a didgtalhandicap”.

The perspective developed in the framework of I€Fate the disability issue
instead is based on an ongoing process of interadietween biological,
personal and social aspects of life.

Therefore the bio-psyco-social model representsriacs compromise between
medical and social models, considering:

- the health: representing diseases, disorders,yigutrauma, aging, and
congenital anomaly;

- the disability: an umbrella term for impairmentstiaty limitations and
participation restrictions, referring to the negatiaspects of the
interaction between an individual health conditaord contextual, social,
environmental and personal factors;

- the body structures: the anatomical parts of thdybsuch as organs,
harms, limbs, and their components;

- the impairments: temporary or permanent limitatiorbody function or
structure as a significant deviation or loss;

- the activity limitations: difficulties an individlianay have in executing
tasks or activities;

- the participation: involvement in a life situatiomr problems and
restrictions an individual may experience (ICF, 200

Other characteristics of the bio-psyco-social madeluded in the ICF consists
of organizing activities and participation into stdmains, including:

- Learning and applying knowledge;

- General tasks and demands;

- Communication;

- Mobility;

- Self-care;

- Domestic life;

- Interpersonal interactions and relationships;
- Major life areas;

- Community, social, and civic life.
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The ICF also includes two contextual factors, emwinental and personal:
a) Environmental factors: are physical, social, attdudinal environment in
which people live. The sub-domains of environmetude the following
factors:

- artifacts (as products and technology);

- natural (as support and relationships);

- attitudes (social and cultural);

- services (including systems and policies);
- buildings and constructions.

The environmental factors can be used to identiéments of the person’s
environment that facilitate or hinder the levelfafction and disability (ICF,
2001).

b) Personal factors: are the features and backdrofian individual’s life that
are not part ofhealth conditions. These factors can be: sex, rage,
lifestyle, habits, coping styles, social situatiand psychological assets
(ICF, 2001).

This framework of reference is used to gather datbee information about
functioning and disability in each sub-domain, itfging the presence of a
decrease in functioning.

A 4 point scale is used to record the severity mpairment: none, mild,
moderate or severe impairment. It includes alsode 8 - as not specified- and
code 9 - as not applicable (ICF, 2001).

This scale isised with identified qualifiers to assess perforogaor capacity. A
performance qualifietshould be used to describe what a person doessoh
her current environment, including whether assestidevices or other
accommodations may be used to perform actionssistand whether barriers
exist in the person’s actual environment”.

While capacity qualifiers'should be used to describe a person’s inherent
ability to execute a task or an action in a spedfcontext at a given moment”
(Jette, 2006).

In other word, the performance qualifiers defineatvpeople can do in his/her
environments, whilst the capacity qualifiers pre@vid description of person’s
ability to function. The ICF does not classify pegrout the health conditions
associated with them.

This is also described by Steiner when discussiagbtential utility of the ICF
framework as a clinical problem-solving tool forhadilitation clinical care,
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able to support clinicians tunderstand patient’s functioning and disability
related to his/her condition{Steiner, 2002).

In this way, once an activity limitation or parpaition restriction is identified,
it is necessary to apply the qualifiers to furtheefine the capacity or
performance (these qualifications are not inclushethis thesis and for further
information | suggest readers can visit the WH®site®).

The main feature of the bio-psyco-social model ®igsin overcoming the
opposition between the medical and social modelutjin their integration, as a
form of reaction to the impasse of the debate cedich accepting a medical or
a social model to approach disability.

The development of the ICF is an important moment the ‘“re-
conceptualization of the nature of disability” (Ezhds, 2003), even if it was
promoted asan essential tool for identifying and measuringetbffectiveness
of rehabilitation services”(Ustiin et al., 2003), rather than of wider social
exclusion.

Another important aspect for the purposes of thésis included in the ICF and
supported by the bio-psyco-social model,represented by the introduction of
the term “participation”, covering a more sociapest equated with capacity
and actual performance in real life situations.

In particular the assumption according to which lgaeel of participation of a
person depends on the result of the complex inétiwa between his/her
impairments and the environment in which he/shesliv

Different environments have different impacts orm therson, producing a
different level of participation.

18 Available at:http://www.who.int/classifications/icf/training/ibginnersguide.pdfAccessed
on 03¢ April 2013)
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Figure 13: Summary diagram of the interaction between the compnents of the
Bio-psyco-social model as represented by ICF. SolecWHO (2001, pp.18)

2.3.5 Civil and Human Rights model

The Civil and Human Rights applied to disabilitysues are particularly
relevant for the aims of this thesis, because @ssumed as the framework of
reference for the development of new trajectorids research through
participatory and emancipatory approaches.

This means when exploring possible applicationghef concepts of active
citizenship and social innovation to interventiortsis based on a vision of
disability as a rights problem (see paragraph 5.2).

Although | refer to civil and human rights as ague model of reference, these
rights are usually conceptualized in most of therdture on disability issue as
separated.
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The first (civil) are rights that an individual egp by virtue of citizenship and
aimed at providing disabled citizens with an egtreatment. The second
(human) are rights that an individual enjoys bytuer of being human and
aimed at providing equal opportunity.

It is important to consider that this differences hed to the development of two
different models which address disability issuese(d®ased on civil and the
other on human rights). Although they represent different models, | wish to
consider both as parts of an unique system, intwtiie equality of treatments
(civil rights) and equality of opportunity (humaights) are guaranteed.

In this framework disability is viewed not as a noadl entity or an individual
problem, but as a rights issue. Once explained hawsh to interpret the
relationship between these rights, that is as “amque framework of
reference”, a brief summary of the two models ass@nted by academic
literature is reported below.

The civil rights model of disability was developé&y the disabled people
movement in the 1970s and 1980s. It focuses onectgahg and removing
barriers which prevent disabled people from livanfull and active life.

These barriers are many, varied and can lead tduithsnal discrimination,
such as: the construction of buildings that areatgsessible by disabled people,
information provided in ways that disabled peoparmot use it, attitudes and
stereotypes about disabled people that prevent #hem having the same
opportunities as non-disabled people (Russell, 206 Waddington & Diller,
2002).

Historically, at the forefront of usingivil rights to affirm an equal treatment
for persons with disability there is the promulgati of the American
Disabilities Act (ADA)® in 1990, with the aim of prohibiting disability
discrimination.

This Act has played a leading role in developingpdility law in and outside
the United States, with more than forty countrideping formulations of the
statute. As an antidiscrimination statute, the ARAtitles persons with
disabilities to be treated equally to the genecglypation, on the basis of a sort
of agreement between the State and the individaall related to the
constitution of each country (whereas human riginésconsidered a universal
right).

While human rights are basic rights inherent witlthb civil rights are inherent
with the creation of society (Tharoor, 2001). Then@ept derives from the
Latin translation ofius civis (rights of citizens), and was inspired by thé"14
Amendment to the American Constitutibras “the rights belonging to an

19 Available athttp://www.ada.gov(Accessed on (B3June 2013)
20 Available athttp://www.usconstitution.net/constamnotes.hfAtcessed on (8June 2013)
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individual by virtue of citizenship”In this view civil rights imply the citizen’s
ability to fully participate in the civil, socialna political life of the state,

without any sort of discrimination regardless o$atiility, gender, religion,

race, national background, age or sexual oriemtatio

Through the adoption of a civil rights dimensioergpns with disability can
become active subjects and not passive objects¢ipants in driving research
that should attempt to understand the significanicevents, not only their
causes.

The civil rights model finds the causes of disapiln social terms that reflect
on civil rights problems. The concept of inclusienpart of a broader civil

rights model which supports the view tlahy kind of segregation is ethically
wrong” (Alevriadou & Lang, 2011). An ethical issue thavoeives personal

rights and society’ will to recognize these rigintsn effective way.

But due to the fact that an equal treatment dodsalways ensure equal
opportunity, the civil rights models is not adeeatempowered to bring about
disabled citizens’ full participation and sociatlmsion.

In order to remedy the limitations of this modeldaensure inclusion,

participation and equality, the disability HumangRis model was further
developed.

This model aims to conceptualize a framework tlau$es on building an
inclusive rights-based society able to understarttitee committed to diversity,
equality, and the participation of all.

This framework moves beyond the social model’'s esshon formal equality
by acknowledging that people with disability arditbed to equality by virtue

of their equal humanity.

The human rights model has been developed as lh oéswo main factors:

- the first one is the contribution of the disabilibovement in recognizing
that disabled people are entitled to the full ement of human rights;

- the second is the recognition that despite of ttoavth of international
conventions on human rights in recent decades, asiche International
Covenant on Civil and Political Rights (ICCPR), theternational
Covenant on Economic, Social and Cultural Righ€E@CR), and the
adoption of specific covenants against racial thsication (CERD),
discrimination against women (CEDAW), children (CRGnigrant
workers (CRMW), and indigenous people (DIP), pesseith disabilities
were not specifically cited within these treafissgret, 2008).

These two factors gave rise to the development iampdementation of the

United Nations Convention on the Rights of Persamgh Disabilities
(UNCPRD), adopted on the 13f December 2006. The Convention has the
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specific objective to address the lack of spedificnan rights protection for
disabled persons, becau&isability is a Human Rights issue. So long as
people with disabilities are denied the opportunity participate fully in
society, no one can claim that the objectives ef Wmiversal Declaration of
Human Rights have been achievd@WHO, 2011).

The UNCPRD has become over time the most reprasent@anifest of the
Human Rights model of disability, internationallgcognized and ratified by
many countries, whose starting point was constitiyg the models of: Human
Right to Development, The Disability Human Rightard&ligm and the
Capability approach (Stein, 2007).

The Human Rights to Development model was offigia#icognized in 1986 by
the United Nations General Assembly declaratiorfraamework that combines
civil, political, economic, social and cultural g within a single instrument,
while the Disability Human Rights Paradigm combirsesne aspects of the
social model of disability, the Human Right to Dpment and the
Capabilities approach (see paragraph 2.4.2).

These elements have contributed to the elaboratian holistic rights theory
that have led to a model that acknowledges theafo$®cial circumstances and
environmental characteristics in creating disabbogditions, that prevent full
participation, equality and inclusion.

In this model empowerment has a much broader sit@pein the medical and
social models, and includes: self-determinationrtigpation in decision
making; changes to the environment based on theepts of design for all;
human rights legislation; accessibility to the Iskilknowledge, and support
systems that facilitate functional independence.

In particular this model necessitates the parttoppaof people with disabilities
in the process of societal reconstruction and i@ teason is assumed here as
framework of reference, that will be used to plasther concepts as
participation, emancipation, active citizenship awtial innovation, further
developed in the next chapters.
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Figure 14: Summary diagram of the components of th€ivil and Human Rights model
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2.4 Approaches to understanding and coping withidability issues

The approaches described in this paragraph comitiet@icture of the main
models developed in order to understand and dehl disability.

It is important to consider that the direction imigh research is going and
contributions from civil societies such as the Hisd people organizations,
associations of families, professionals (Priesti¢yal. 2010 and 2010b), is
increasingly moving towards a holistic approacheab include many more
contributions coming from different models and aygwhes. This aspect could
mitigate limitations and criticisms levelled at ¢hies and practices that have
undoubtedly positive effects for the inclusion, tgapation and respect of the
rights of persons with disability.

For example, the ICF and the bio-psyco-social modet recognized
internationally, but the arrangement of the bodwcfions, activities, and
participation components recall the linear, hignaral, and causal relationship
of the medical model (impairment, disability, anantdicap). But this should
not affect the good practices produced by the Bigepo-social model for
understanding and developing interventions to supgmysons with disabilities.
Moreover, although there has been an evolutionadets (from charity to civil
and human rights) and approaches, these are natalyutexclusive. An
example is provided by the Human Rights model #mbraces areas covered
by other approaches, although with a different pestve, as for the ICF and
the Capability approach. Another example is prodidg the implementation of
the Community Based Rehabilitation approach, tHatearemaining out of the
debate between other models of disability, suamedical, social or bio-psyco-
social, it promotes human rights through the suppbrequal opportunities,
empowerment and community participation.

It also should be taken into consideration thagawlving society often requires
fast changes and adjustments to the theoreticabtwmts that seek to
understand and explain its phenomena, in this chsability.

For this reason | wish to summarize some approacae®ng which the
Community Based Rehabilitation, the Capability aagh and the Disability
Creation Process, able to respond more immedi&betiie needs of changing
society, which are more flexible and adaptableifternt environmental and
cultural contexts than models described above.
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2.4.1 Community Base Rehabilitation approach

The Community Based Rehabilitation (CBR hencefodyas an approach
which has grown in developing and low-income caestrstarting from the

1970s with the emerging of two concepts, the prymaealth care and the
community participation in health (WHO, 1981). CBRs promoted initially

as a local initiative to bridge the gap betweennaneasing burden of disability
in developing countries and the lack of profesdiaral financial resources.
CBR was formally endorsed by the World Health Orgation in 1978, and

since this endorsement larger scale projects wetableshed especially in
Africa, India, and south east Asia.

The CBR attempts tbcombine physical rehabilitation through medicalrea

with empowerment and social inclusion through thetipipation of both the

individual with a disability and the community imetprocess of rehabilitation”

(DFID, 2000), and in its implementation remained otithe debate between
other models of disability (as the medical, sodmab-psyco-social or human
rights models). Nevertheless, assuming what isagwed by WHO, it promotes
and protects human rights while also creating eqppbrtunities. Empowering
individuals to take action for improving their lveand community to fully

participate in developing positive attitudes amtmggpeople involved.

The central aim of the CBR approach was to builditp@ partnerships
between rehabilitation, personnel, disabled peaptetheir families, improving
community attitudes toward people with disabilitida other words, the
ultimate goal of CBR consists in improving the gy lives of people with
disabilities through basic medical rehabilitati@ocial inclusion and political
equality, making the best use of the resources lablai at local and

communitarian level.

The field of CBR has learnt from the experiences otiier community
development programmes in poverty, childhood, anchen’s issues. This has
allowed the CBR to set out the debate on concaptB as participation; the
significance of what disability may be from the isasf the socio-cultural
context; the concept of community diversity; neddshtification; mobilization
strategies. It has also stated the principle tkabwing the communities in
which persons live and work is crucial in definipgssible interventions to
their lives.

Concerning the theme of participation, and accgrdinthe aims of this thesis,
I wish to focus on this theme through the lenshef €BR approach.

In CBR approach the concept of participation hasnbeonceptualized as a
“means and an end in itself{lBoyce & Lysack, 2000). Acting as “means” it
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can be conceptualized as “instrumental participdtithat is the process of
involvement through which to achieve common sogils (for example the
process for the establishment of an Assistive Teldygy centre or an
Independent Living centre) . This form of partidipa tends to béshort term
and does not necessarily lead to an increased dppanf persons to
participate” (Boyce & Lysack, 2000).When acting as an end ielfits can be
conceptualized as “transformational participatiahgt is a longer term process
through which td'develop and strengthen the self-capabilities ebple to be
involved in social development(for example the development of policy
recommendations, or the organization of movememntthe promotion of social
justice).

In accordance with the work of William Boyce andtl@aine Lysack, three
functions of community participation have been tifesd:

1) Community participation as “contribution”: itsirfction consists in a
voluntary donation of people’s resources to a comumal (participation
as an instrumental means). Participation as cautioib is based on a
“top-down” approach by the authorities and barrierparticipation are
commonly addressed by educational and motivatistrategies (Cohen
and Uphoff, 1980).

2) Community participation as “organisation”. itsinttion consists in
organizing people in common activities (participatias both means and
end), in order to achieve social integration oflied individuals, group
cohesiveness and common objectives (Pateman, 19i8)barriers are
believed to be derived from operational problemd are addressed by
technical strategies.

3) Community participation as “empowerment”: itsétion implies both the
development of management and the ability to makeistbns which
affect people’s lives (participation as a transfational end), including
the right to self-organize social relations at Idegel (Boyce, 1993).

The barriers to participation are believed to beved from social conflict and
are addressed through compromise on conflictingciesl or by removal of
social barriers through political reform (Mikkelser995).

Assuming what is argued by these authors, the gerpof community
participation is the empowerment of people withadibties, necessarily
involving a transformational phenomenon influencirthe process of
community decision making.

This aspect should introduce changes in socialitiond, as the improvement
of social relationships (between disabled and otoenmunity members), the
reduction of alienation and stigma.
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2.4.2 Capability approach

The Capabilities approach was originated during1t®80s by the economist-
philosopher Amartya Sen and further developed & flamework of social
sciences and humanities by the philosopher Marthssbaum. The capability
approach provides an interesting view in understandlisability and the
obligations of society to respect people with disy. The central goal of the
capabilities approach is agency. It seek$tovide individuals with the means
through which to develop their potential regardlesté whether targeted
recipients of resources elect to use the(®imonnot, 1995). The approach
embraces the rights issue, by recognizing that ramgsicitizens’ abilities
requires prescriptions on impediments as well dgnadtive institutional
support.

The capabilities approach considers all peopledsidually worthy of regard,
autonomy, and self-fulfilment, and that every persnust be treated as an end
in him/herself, rather than as the instrument ef ¢éinds of others (Nussbaum,
2000).

Capabilities are the conceptualization for intespeal comparisons of the
freedom to pursue well-being, that Sen namweell-being freedom” (Sen,
1992). In other word capabilities are means throwgjiich needs are met. A
kind of freedom to achieve alternative functionocgmbinations or various life
styles.

In the capability scheme of Nussbaum, that divesigsificantly from Sen’s
by determining what fundamental entittements Statgs their citizens, a list
of ten central capabilities that individuals reguio flourish are enumerated
Nussbaum’s ten central capabilities are as follows:

1) life (the faculty to live one’s full lifespan);

2) bodily health (having good health, includingnauctive capability);

3) bodily integrity (freedom of movement and bodityvereignty);

4) senses, imagination, and thought (cognizing expfessing oneself in a
“truly human” way);

5) emotions (loving, grieving and forming assodas);

6) practical reason (critical reflection and coesce);

7) affiliation (self-respect, empathy and consitierafor others);

8) other species (being able to co-exist with ofipercies and the biosphere);

9) play (the ability to enjoy recreation);

10) control over one’s political environment (viseamingful participation)
and material surroundings (through property ownprsdnd holding
employment).

(Nussbaum, 2000).
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The capabilities approach relates the same obg#gpoused in the Civil and
Human Rights model, and provides more guidancehenotherwise abstract
content and moral priority of those rights (SteinSgein, 2007). In this sense
Nussbaum argues that central capabilitiesve a very close relationship to
human rights”(Nussbaum, 2000).

However, although Nussbaum’s capabilities approgcbvides important
guidance for conceiving of human rights as a meanensuring“general
human flourishing” (Nussbaum, 2006), it falls short as a universaoti
because of its failure to enable the flourishingatifpeople with disabilities
(Stein & Stein, 2007). These limits are due to fb#owing interrelated
reasons:

a) the capability approach does not recognize tiradmity and equality of
those who function below the ten central capabsitibecause only those
individuals who come close to attaining those emameel functions can
live a“fully human life” that is“worthy of human dignity”(Stein & Stein,
2007);

b) the capability approach either excludes or dealithe inclusion of certain
persons with intellectual disabilities from society

c) although the capabilities approach seeks teptadcial interaction, it does
not sufficiently ensure the participation in sogi@nd the inclusion, that
guarantees disabled persons’ meaningful contadt thé population at
large (Silvers & Stein, 2007).

— Environment .
Commodities (physical, social, Personal characteristics

economic, cultural,

political)

A 4
Capabilities of a person
function
(practical opportunities

By Choices

A 4

Functionings
(actually achieved)

Figure 16: Summary diagram of the interaction betwen the components of the
Capability approach
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2.4.3 Disability Creation Process approach

The Disability Creation Process (DCP henceforwdal its origin in Canada
and has became a very interesting area of res@artie past 30 years. This
theoretical conceptual model relates to the undedstg of causes and
consequences of disease, trauma and other dismaptm the integrity and
development of a person. It is well validated andely applied both in Canada
and internationally (Fougeyrollas et al, 1996). Ttzanework of the DCP was
developed in relation to international debates lom revision of the ICF and
ICIDH (Fougeyrollas et al, 1998), and is based on iateractive,
anthropological, universal, person-environment disien, that allows for an
interdisciplinary approach founded on different ogpts, that are:

- risk factors (causes);

- personal factors that are sub-divided into: orgaggtems (impairments),
functional capabilities (disabilities) and socidtaual identity;

- environmental factors;
- life habits (handicap situations).

The traditional medical model is necessary and ubtilly of high value when
it is directed towards a diagnostic (etiology, éblgy, manifestations) and
curative approach, but it is important to not fdargiee insufficiency of the
curative medical model in understanding the samalsequences of a disability
situation and the role played by the respect ditsigand equality. The DCP’s
perspective instead isglobal, holistic, and ecological, it illustrates a
destigmatisation of the disability process andee#t the ideology of human
rights and equality”(Levasseur et al., 2000). This approach is usetksaribe
in an innovative way, the links between persondl @mvironmental factors that
determine the result of the performance of dailyivaes and social
participation. Moreover the DCP makesdastinction between capabilities and
social participation” (Fougeyrollas et al., 2002), allowing the idewcation of
independent and dependent variables and the camksconsequences of
changes (Levasseur et al., 2004).

In this way the diverse obstacles or facilitatans@intered in real life become
new priorities of research, elements to be consttiéor the implementation of
interventions and development of innovative soa@ions when approaching
disability. In fact, the environmental factors intéraction with a person’s
impairments and functional limitations may comprsenihe accomplishment of
her/his life, including activities and social rales
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Of particular interest in DCP is the concept oftiggration, as well as for the
ICF. For this reason and in accordance with thenghef this thesis, | wish to
take a closer look to this concept through the densf the DCP and ICF
models. Although empirical studies are still neededlarify the conceptual
and operational definition of participation, thisdonsidered by both models as
an important concept that can foster the involvemanpersons, or, if not
applied, determinate a handicap situation untd@as exclusion (Badley, 1987;
Minaire, 1992; Nagi, 1965; Oliver, 1986; WHO, 198The aim of this focus
on - participation consists in briefly describingriicipation features as defined
by these two approaches, including similarities différences.

Concerning the DCP it is useful to remember th&t hiased on the interaction
between individuals and environment, and consetjuehé participation —
called “social participation” - iSoperationalised via the concept of life habits,
which are defined as daily activities and socialesovalued by the person
corresponding to his or her age, gender, and sadtacal identity”
(Fougeyrollas et al., 1998).

Whereby, as argued by Fougeyrollas social participain the DCP is the
“interactive result of factors intrinsic to the inddual (e.g., personal
characteristics, organic systems, and capabilitiasyl extrinsic factors in the
physical and social environmentivhilst capability meanhe intrinsic ability
of an individual to accomplish a physical or mendalivity regardless of the
environment”(Fougeyrollas, 2002).

In other words, participation is the result of theeraction between the
individual's health condition and contextual fastdhat include both personal
and environmental factors.

The DCP model identifies 12 life domains, 6 refggrio daily activities and 6
to social roles, that are:

DCP domains of daily activities

DCP domains of social roles

1) Nutrition

7) Responsibility

2) Fitness

8) Interpersonal relationships

3) Personal care

9) Community life

4) Communication

10) Education

5) Housing

11) Employment

6) Mobility

12) Recreation
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The ICF includes 9 domains, each of which can lgel tis denote activities or
participation (or both), and are:

1) Learning and applying knowledge

2) General tasks and demands

3) Communication

4) Mobility

5) Self-care

6) Domestic life

7) Interpersonal interactions and relationships

8) Major life areas

9) Community, social and civic life

Participation is defined as what an individual @ngy in a real life situation,

and the activities denote the individual's abilibyperform a task or action (the
term “activities” used in the ICF refers to “capdlas” in the DCP). Whereby

the gap between activities and participation rédlethe different impacts

betweert'standardized environments and real environmer(is8vasseur et al.,

2004).

Considering the similarities between the two apphes, both have a view of
participation as an interactive and evolving precegcognizing the role of
activities and the involvement in the environmest important indicators,

because personal and environmental factors affadicgation, since the

interactions operate in both directions, the heatthdition may modify or be

modified by participation.

Referring to what was assumed by Mélanie Levasakaut participation, also

shared by ICF and DCP, it is possible to highlidinee main similarities in the
definition of the concept, as:

a) Definitions of participation: in both approachesnsidered as the
individual’s real life situations.

b) Concept of social participation: in the DCP, aitd counterpart
“participation” in the ICF, takes into account therformance in daily
activities and social roles.

c) Participation domains: 8 of the nine ICF dorsamorrespond to the 12
DCP domains. For example, the DCP domains “Houdvahility” and
“Interpersonal relationships” are similar to thediestic life, Mobility,
and “Interpersonal interactions and relationshigefnains of the ICF.
Furthermore the ICF domain “Major life areas” coblel considered as
inclusive of the DCP domains: employment, recregtioutrition and
fitness, as showed in the following table:
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DCP domains ICF domains

Personal care > Self-care
Communication ) Communication
Housing ) Domestic life
Mobility P Mobility
Responsibility ) General tasks and demands

Interpersonal relationships ) Interpersonal intecastiand
relationships

Community life 2 Community, social and civic

| k
life
Education — Learning and applying
knowledge
Employment

Recreation —)> Major life areas
Nutrition

Fitness

Despite the similarities of the two approaches &abthe concept of
participation, there are several differences, &edwain concern:

a) Terminology: the DCP in referring to the concefparticipation uses the
terms “social participation” and “capability”. lesd the ICF considers
only “participation” and “activities”.

b) Framework of reference: the DCP is based oratiteropological model
of human development and disability (Fougeyrollagle 1998), whilst
the ICF is based on the integration of two différerodels: the medical
and the social model (WHO, 2001).

c) Conceptualization of participation components: the DCP, social
participation is the outcome of the interactionviesn the individual (as
intrinsic individual factors) andhis or her environment (asxtrinsic
environmental factojs On the other hand, in the ICF, participatiohis
outcome of the interaction between the individudisalth condition,
activities, body functions, and contextual factamsjuding both personal
and environmental factors.
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d) Conceptualization of personal factors: in theFDg&rsonal factors include

the individual's health problems, capabilities, amg systems and
personal characteristics. In the ICF, health comult activities, body
functions/personal factors are three conceptuadiynatt components.

e) Conceptualization of environment: in the DCP #mvironment has a

f)

direct effect concurring to determinate the sopaticipation in the same
way as personal factors. The environmental factothe DCP also
represents a key variable that contributes to mdjatsh personal
capabilities and performance in regard to socialigpation. In the ICF
the influence of the environment is mitigated, heseait predominantly
focuses on the individual rather than on the emwirental factors. In
practice in the ICF‘the impact of environment is not considered an
explanatory element of participatiorfNoreau & Fougeyrollas, 1996).
Classification of capabilities and participatiocapabilities and social
participation in the DCP are two distinct composeand conceptualized
separately (mutually exclusive), while in the IGRe same domains may
correspond to activities and participation.

The ICF suggests distinguishing between theseconcepts solely by
using qualifiers, that meariactivities represent what the individual can
do in a “uniform” or “standardized” environment, wile participation is
the performance of the same activities in the “teahvironment”
(Levasseur et al., 2007).

g) Measurement tools of participation: the DCP idep to operationalize

this model has developed a specific tool, the Assest of Life Habits
(Fougeyrollas & Noreau, 2003). This tool, whoseoagm is Life-H,
guantifies the degree of accomplishment and typehelp used,
satisfaction with the accomplishment of daily aitiéd and social roles,
and the perception of the individual. The ICF hdepted a checklist as
measuring instrument that considers the individugerformance in
certain tasks, activities, and roles (WHO, 2001).
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In the following table are summarized the main Enties and differences of
both models about the concept of participation

SIMILARITIES
a) Definition of the
participation

b) Concept of social
participation
components

c) Participation
domains

DIFFERENCES

a) Terminology

b) Framework of
reference

c) Concept of
participation
components

d) Concept of personal
factors

e) Concept of the
environment

f) Classification of
capabilities and
participation

g) Measurement tools
of participation

DCP

ICF

As individual’s real life situations

As involvement of the person
in life situations

Performance of daily activities and social

roles in real life situations

Involvement of the individual
in life situations and real
environment

(in ICF called only as
“participation”)

12 domains

9 domains (of these ICF
domains correspond to the 12
DCP domains)

DCP

ICF

Social participation and capabilities

Participataord activities

Anthropological model of human
development and disability

Medical and social model

Result of the interaction between intrins
individual factors and extrinsic
environmental factors

Result of the interaction
between the individual’s health
c o

condition and contextual
factors that include both
personal and environmental

factors

Grouped with the individual's health
conditions, capabilities and organic
systems

Distinct from health
conditions, activities and bod)
functions

Directly influences social participation a
determinant factor

Mitigated, influence of the
environment not clearly
identified conceptually

2]

Mutually exclusive

With or without overlap, at the
discretion of the ICF user and
usingsolely qualifiers

Life-H (performance, type of help
required, satisfaction and perception of
individuals)

ICF Checklist (performance)

L This table is adapted from the article of Mélané®asseur, Johanne Desrosiers and Denise
St-Cyr Tribble :Comparing the Disability Creation Process and Int&ional Classification of
Functioning, Disability and Health Modelk Canadian Journal of Occupational Therapy. June
2007, vol. 74, pp. 237.
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What is considered important here is the fact tiise approaches have
assumed the concept of participation, although fdiffierent perspectives, as a
means and an end for the development of greatéusioa, respect of the
rights, and support of the empowerment of persattsdisabilities.

Risk Factor
(cause

Personal Factors Environmental Facto

Organic Systen Capability
Facilitator “®  Obstacl

Integrity *®  Impairment Ability **  Disability

Life Habits

Social participation =~ <> Haratix

Figure 17: Summary diagram of interaction between emponents of the Disability
Creation Process (DCP)
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2.5 Movement of the Disability Studies

The movement of Disability Studies is a phenoméa& ¢merged in the 1950s,
fueled by: the support of the rise of the civilhig movement in North America
during the 1960s-70s; the reaction to the failune &ndifference of social
sciences to consider physical impairment @hdman embodiment as an
important issue” (Gleeson, 1997); the contribution provided by th& U
disability movement through the idea that disapilig structured by social
oppression, inequality and exclusion (Thomas, 2004)

This movement laid much of the groundwork for therent development of
disability studies. It was the actual persons wdibabilities that shifted the
perspective away from a focus on individual deficieand pathology, towards
a focus on social barriers (inaccessible environsjeexclusion, prejudice,
discrimination), that prevent equality, inclusiamdetull citizenship.

It was not until the 1990s that Disability Studiesgan to emerge with an
academic identity of its own (Oliver and Barton02) and a first definition of
Disability Studies was provided only in the 1993thg Society for Disability
Studie$’ (a professional organization of scholars from atbthe world), for
which Disability Studies.”. examines the policies and practices of all stes
to understand the social, rather than the physiaal psychological
determinants of the experience of disability. Dikgb Studies has been
developed to disentangle impairments from the midieslogy and stigma that
influence social interaction and social policy. Teeholarship challenges the
idea that the economic and social statuses ana@ss@ned roles of people with
disabilities are the inevitable outcomes of th&indition”.

According to this definition one of the merits diet Disability Studies is that
trying to speak to both academics and disabled Ipe@poduces results that
“persons on the street will understand, as well satisfy the academic
credential” (Oliver and Barton, 2000).

Disability studies is a form of enquiry defined &sheoretical current”
(Barnes, 1995). This is due to the fact that maiigsocontributors are either
practitioners, social workers, advocates or dighbdeademics e.g., Paul
Abberley, Mike Oliver, and other authors such asrCBarnes, Jenny Morris,
Tom Shakespeare and Len Barton. Despite this, ittgastudies have in a
certain sense channeled the thrust of differentakotovements to arrive at a
coalition of the marginalized. This thrust has amotedly encouraged an
increasing broad view of oppression among disafAéderley, 1991).

This has led for example to the development of penspectives, exploring
concepts such as “multi-discrimination” (as diségphnd gender, disability and

22 pvailable at:http://www.disstudies.org/Accessed on f7May 2013)
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migration, or disability and ageing). An other exdenis the contribution to the
debate about the concept of “normalization” anddfiemation that‘humans
are characterized by varying sets of needs whiginctbe described through
references to normsand that'people do not desire current social standard of
normality, but rather seek a fuller participatiom isocial life” (Abberley,
1991). Another important contribution is the foutidia of a “materialist history
of disability”, that thanks to the work of Olived990) showed as concrete
attitude towards impairment and disability halffered between modes of
production”, depending also on socio-political and economicagiyics.

For these authors disability is &istorically and socially specific outcome of
social development’(Gleeson, 1997), assuming that material changeg ma
liberate person with disability from oppressionkramwvledging the material
importance of both body and disability in socidatens (considering social
relations as products of the practices which hunmmsue in meeting their
needs). Whereby what is argued is that the emphassstransformative social
and political practice should focus on changing ttieterial structures which
marginalize and de-valorize the capability of peoplth disability.

What makes Disability Studies’ viewpoint distinst an“explicit commitment
to assist disabled people in their fight for fujuality and social inclusion”
(Thomas, 2004), view that assumes a political figance that should be
reflected in all the spheres of social life, beeatlse oppression that persons
with disability face daily is embedded in the normacesses of everyday life.

Participation Models of disability
Independent living \' f Culture anc
representation
— /
" +—> Disability +—> .
Politics Studies Oppression

Globalization Impairment and body

Inclusion Emancipation

Figure 18: Summary diagram of the components of th®isability Studies movement
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CHAPTER 3 - Concepts and tools for participatory demancipatory
approaches

The concepts behind this thesis are used to vérdyinitial assumption
that “an open participation in the co-creation of theveionment, makes
life easier for vulnerable groups”In this sentence participation is
considered as a set of processes and tools, thdrean outcome, that can
produce innovative actions and social changes. greeise aim of this
chapter is to explore a series of concepts and toobe used to foster the
adoption of participatory and emancipatory appreactbubsequently, it
will find evidence of the fact that the adoptiontbése can encourage an
open participation in the development and co-coeatdf services,
products, environments, researches, making lifdeea®sr vulnerable
groups.
The presentation of these themes concerns twottgrgeps. The first one
is represented by vulnerable groups, most notabtggms with disability
and older people. The second includes all the psafeals interested in
applying participatory approaches in their work tesws, projects,
activities and daily life. It hopes to provide udeélements for persons
often outside the research setting or piloting eepee. These tools are
based mainly on the collection of contributions audjgestions coming
directly from participants, who became active irithrole of citizens.
Considering that a lack of knowledge of these taloles not allow for the
possibility of thinking about different ways to wive people in the design
of processes of services or products, the conegyutdools described in the
next paragraphs are:

- User-centred design;

- Human-centred design;

- Participatory design;

- Emancipatory design;

- Living Lab;

- Design for All and the HUMBLE method.

Two reasons led to the choice of these tools, itise i derived from the
outcomes of literature analysis on the theme. Témorsd concerns the
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observation of two cases studies related to theofiggarticipatory and
emancipatory approaches and tools (see chapter 6).

It's important to stress that the concepts andstgeported need to be
instantiated in a specific context, including: theecific sector to which
they are applied (such as the field of servicesdpets, research, design of
environments); the features of the territory, inohg cultural and social
attitudes; the nature of the community of profesals involved; the
characteristics of the participants included, jashention a few.

3.1 User-centred design

The user-centred design (UCD henceforward) is agdeghilosophy in
which users’ needs are taken into consideratiortirsgafrom the early
stage of a design process (Norman and Draper, 1988 UCD was
initially implemented into ICT applications, such iaterface development
in software systems (Vredenburg, 1999) or in virarevironment (Hix and
Gabbard, 2002). Currently this philosophy is spmegdnto other fields,
because it is aimed at supporting the entire deweémt process in order to
create applications which are easy to use andatieadf added value to the
users. This requires that researchers and devslggeuld collaborate
with users, industries (or other stakeholders) ma&gg at the identification
of the problem and arriving at solutions for vatida.
The importance of UCD for the purposes of thisithiss in the fact that it
represents a useful example of reference concemstguctured approach
aimed at optimizing the user interface on the bakeople's needs, rather
than forcing the users to change their needs toracmdate the system.
This aspect could be considered as forerunnereotdincept of reasonable
accommodation (UNCRPD, 2006), and particularly ulsef supporting a
cultural approach that considers the individuabasapable” subject, in
particular in the expression of his/her own neeud desires. Moreover,
the major characteristics are: the active parttedpaof real users, an
iteration of design solutions and awareness abbat importance of
including users from the beginning and during thecpss cycle up until
the realization of products. Over the last two desathree main UCD
models have been developed :

- the Cooperative design model;

- the Participatory design model,
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- the Contextual design model.

Before briefly summarizing these models, | wishspecify that only the

participatory design model will be analyzed in dejpot the next paragraph,
because it can be better linked with the concepitsctusion and respect of
rights, especially from a pedagogical point of vielw fact the main

difference between participatory design and themotivo models consists
of , not so much in practical terms, but ratheteirms of vision and impact
on common sense and society at large. In fact catpe design and

contextual design consider a person only as usal, @nsequently

involved in the processes of production as a futlent. Participatory

design contrariwise intends to represent a chamgehé concept of

involvement of people (disabled, elderly or not} so much for their role

as potential users, but for the respect of thgts as people, and their
capability to learn and understand as individulslisteover, this model fits

better within a framework of reference based onl @md human rights

approach to disability, considered as a field to dtedied with an

“inclusive research” approach (see chapters 4 and 5

3.1.1 Cooperative design model

The cooperative design model was developed in $cavid in the 70s
and is based on the awareness about the importahca creative
involvement of potential end users in the desigocess, based on an
“equal footing” (Greenbaum and Kyng, 1991). The cooperative dasign
often used for complex design situation such asliapns of ICT
(Badker et al., 2000).

The characteristics of this model lie in two prples: that the interaction
between the designer and the user is essential tlaeud the design
environment of the project is cooperative.

Regarding the first principle, it is considered ttesponsibility of the
designer to guarantee the users’ satisfaction hatl direct interaction
between both is necessary to the design process.

This implies that cooperation should be included tie stages of:
preparation, sensitization, analysis, sharing amteptualization.

In the second principle, cooperative design is seem@ creative activity
with an evolutionary nature where designers andsug$eith different
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intent and background knowledge) work together thieve better
knowledge in different fields and studies.

3.1.2 Participatory design model

The Participatory design model is characterizedheyattempt to actively
involve the end users in the design process to éedoire that the product
designed meets their needs and is usable (SchdeNamioka, 1993). It
was developed in North American and Scandinavia@®0s, and inspired
by cooperative design.

This model is assumed to be the most useful ancoritapt for the
purposes of this thesis for its application to dmability field and its aim
to foster a cultural change in the concept of imgoient of people.

People are invited to participate in several stajes) innovation process:
from initial exploration and definition of the pren, on the focus of
possible ideas for solution, implementation andetlgyment, assessment
of the process and outcomes (for a detailed desmmipf this model see
paragraph 3.3).

3.1.3 Contextual design model

The contextual design model was developed in thd afi 90s, and
characterized by the assumption that user conésetarch may be the start
of the design process. It includes ethnographictous for gathering data
relevant to the design process and it can be dkfiisea customer-centred
approach applied in the actual context (Beyer & zZd@tt, 1997).
Contextual design has primarily been used for thgigh of IT systems,
including hardware (Curtis et al, 1999) software¢Rvell, 1999), been
adopted as a usability evaluation method (McDoretldal, 2006), and
applied to the design of digital libraries and othearning technologies
(Notess, 2004). It has also been widely used aganmof teaching user-
centred design and human-computer interaction (léem & Stephen,
2002), and is based on five principles (Holtzb&attl Beyer, 2013), which
are:
1) System design must support and extend user¥ prawctice
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2) People are experts at what they do but are anabérticulate their
own work practice

3) Good design requires partnership and parti@patiith users

4) Good design is systemic

5) Design depends on explicit representations

This model also consists of 6 st¢psyer and Holzblatt, 1998)
a) Contextual inquiry
b) Work modeling
c) Consolidation
d) Work redesign
e) User Environment Design
f) Prototyping and Implementation

The contextual design model is a timely solutionatoreal problem,

structured, rigorous and systematic, capable gbewtsrg the needs of
users by enabling them ttparticipate in the design process, and be
adopted by a wide range of designers, from stuldambers to researchers
to professional designergPreece, 2011).
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3.2 Human-centred design

For holistic reasons relating to the description tése participatory
concepts and tools, it should be added that inntegears the term “user-
centred design” has been joined by other synonysush as “person-
centred design” or the more well-known “Human-cedtdesign” (HCD
henceforward). Some authors such as Steen andré/ditkerentiate user-
centred design and human-centred design, arguiaig‘tiaman-centred
design places more emphasis on different stakersdidarying needs and
broader contexts{Steen et al., 2004; Walters, 2005).
This clarification lies in the will to highlight #hchange, even if only in
terminology, towards a dimension that focuses nworéhe human aspect
of the individual and her/his needs. This meang tha term human-
centred design nowadays covers a wide range ofoappes that,
according to the International Organization for réi@rdization 13407
standard (ISO 13407 Model, 1999), are charactetigeidur principles:

1) The active involvement of users, a clear undedihg of them and

task requirements

2) An appropriate allocation of functions betwesers and technology

3) Iteration of design solutions

4) Multi-disciplinary design

These principles have been implemented with theesyent ISO 9241-
210 (ISO 19241-210 Model, 2010), on HCD procedsesinteractive
systems, including:

1)Clear understanding of user, task and environaheatuirements

2) Encouraging the early and active involvemenigsrs

3) Being driven and refined by user-centred evalnat

4) Including iteration of design solutions

5) Addressing the whole user experience

6) Encouraging multi-disciplinary design

These standards provide requirements and recommniemslafor HCD
principles and activities throughout the life cyoté computer-based
interactive systems. Therefore it could be inténgsto adopt these not
only in the ICT field, but also in other sectorack as service provision,
products realization and environment design.

In any case, the affirmation in the use of the téwman-centred design
reveals that design is evolving froffiunctionality and usability to
desirability, responding to the hierarchy of humageds” (Kelly, 2002).
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This change of vision should contribute to the didopof a framework of
reference in addressing disability issues more ase the Civil and
Human rights approach to disability. Aimed not ortly encourage
participation but also the emancipation of persdims insight is explored
in the next chapters (see chapter 4 and 5), inlwitis argued that people
should be able to have a say in the designingsafareh, services, products
and environment, in other words; of their futur@isTensures that peoples
needs are considered directly by people, and nbt loy designers or
researchers. In this way participants could beceme&lesigners or co-
researchers working with professionals and academicoss a range of
disciplines. This could allow persons taddress wellbeing in terms of
their lived experiences of what works, why and hdMtcintyre-Mill,
2009), in order to enhance their own capabilitisg, also the capabilities
of the designers, researchers, professionals wicesfproducts who learn
from their experiences, allowing a better matctossiperceived needs and
design options.
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3.3 Focusing on Participatory design

The choice of focusing on Participatory design (H&y in the fact that it
fits better within a framework of civil and humanghts in the
interventions with persons with disability. Becau#e looks at an
individual more as a person with rights, than meesl a user.
From this point of view, participation represent$reans and an end that
can enhance the capability of people to make ckofoe themselves”
(Mclintyre-Mills, 2009) on the basis of their readaus. Therefore PD is
assumed here not only as set of concepts and togtisalso as a useful
process to enable people to make links concerriiay experiences and
contexts for bringing possible changes affecting:
- capability, empowerment and emancipation of @ess(individual
level);
- cultural attitudes, active citizenship and sociainovation
(community level);
- respect of rights and inclusion (social level)

This desirable change in the participation of peopith disabilities in
various areas of design should be brought to majtention, not just
because they are involved as users, but becaugeatke“persons and
citizen” with rights. Another important element theontributed to the
choice of this process as the most applicable ¢odikability field (with
respect the others cited) is that it has already lexperimented in a wide
range of application areas, such as public andagiservice sectors,
manufacturing, local and centralized administragjonospitals, libraries,
law offices, schools and universities. The PD fit@bk root in North
America and Europe, in particular in the Scandiaaviworkplace
democracy movement and in England, thanks to aosdechnical
approach which argues for the importance of theasdanension of work,
especially in the context of technological growtmda business
development.

As mentioned in the previous paragraph the PD iwilving practice
among design professionals, developed with a strefeggence to the role
of participants in the design and introduction ofnputer-based systems at
work “with a more human, creative, and effective relasbip between
those involved in technology’s design and its as€, in that way between
technology and the human activities that provideht®logical systems
with their reason for being{Suchman, 1993). The PD could represent a
diverse system of principles and practices aimednaking services,
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products, research, environments and institutior@enresponsive to
human needs, and consequently to rights. A cetgradt of PD is the
active involvement of people in the co-design alvees/infrastructures,
and co-creation of products/environments they tsg, means to support a
better match of responses and solutions percearetlreal needs.

This active involvement has also led to the emergooncept of
“democratic innovation”(Bjorgvinsson et al., 2010), that basically means
democratizing innovation through the involvement grarticipation of
different stakeholders and target groups on thermakvant to them. In
addition this new concept is complementary to wéatial innovation
means (see chapter 5) and relevant for the edtaidist of environments
that allow the development of innovative actiosisch as the Living Lab
(see paragraph 3.5).

A participatory approach values the concept of peeson as an active
agent, the context’ resources (or agency) which icaprove her/his
inclusion, and together create innovation. Nowadgigs possible to think
about a broader application of the PD, but in otdeadopt and adapt its
application in the field of disability, | wish touggest possible
requirements of defining a process as “participédfowhat criteria of
inclusion/exclusion, what tools and techniques, raulting from the
analysis conducted on the theme.

3.3.1 Requirements for a participatory process

Listed below are the requirements which could daefm process as
“participatory”, pointing out that from a practicpbint of view, it is not
easy to have meet all these requirements:

-reduction of barriers to participation (structuranvironmental,
attitudinal, etc.);

- access to relevant information;
-focus on people’s real needs;
- promotion of self-determination;

- liberation of the creativity (e.g. for the solutioh social problems or
the design of a product for all);

- generation and systematization of practical knogée¢results should
be of immediate and direct benefit to participants)
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-support empowerment and awareness in the peoplthenf own
abilities and resources, in particular in theiraaipty;

-involvement of participants in the entire resegrabcess (e.g. from the
formulation of the problems, the hypothetical song, the
interpretation of the findings, the planning ofleotive actions based
upon them);

-make conflicting action possible (e.g. possibility take alternative
positions on the same problem/issue emerged);

- transformation and improvement of the lives of thoe/olved.

3.3.2 Criteria of inclusion/exclusion

Talking about participatory process requires aentibn upon the possible
criteria of inclusion/exclusion of the people invedl. This criteria
responds to the following questions:

- who would benefit from participation;

- which differences and commonalities exist withhe participants

(professionals, designers, researchers, non-profeds, etc.);

- what kind of disability/health conditions areeehnt;

- what can affect the involvement;

- what can facilitate/hindering factors to taketparhe process;

- what kind of expectation participants could have.

The answers to these questions could provide iapdt sound basis for
working with people interested to be involved irparticipatory design
process.

3.3.3 Techniques and instruments

The systematic involvement of people in the desifjnesearch, services,
products or environments, requires specific tealmsgand instruments. As
a matter of fact, there are different approacheslabe and which one to
choose seems to depend on the scope and on thebditgiof resources.
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The premise concerning the application of thesériggies is that a
participatory process has to primarily consider thain features of the
context where it is to be applied:
- the type of organization or institution;
- the needs, the nature of change and the innovatésired (social,
technological, cultural, environmental, etc.);
- the number and typology of people involved.

The techniques and instruments included in the RDliated below have
the precise aims to support the process of paaticip and establish a long
term relation between participants, disabled amdl, mo order to pose the
basis for a relationship based on mutual trust. flaen are ethnographic
techniques integrated with more traditional PD megbhes (Blomberg et
al., 1996; Bgdker, 1996; Beyer and Holtzblatt, 19%&nsing and
Blomberg, 1998; Kensing, 1987; Grgnbeek et al., 1, 98¢luding:

- Contextual interviews

- Participant observations

- Living labs

- Focus groups

- Case-based prototyping

- Case history

- Simulations

- Scenarios development or mock-ups

- Design games

- Cooperative prototyping

- Audio or video recordings

Concerning these techniques, | wish to focus oelavant aspect often
considered to be complex. This complexity refers the level of
communication and possible cultural gap betweerp#récipants and the
designers, researchers or developer (Flynn & J8@8YL The complexity
can be addressed to a certain extent using for geam “two-way
communication”(Gore, 2007); or some elements of structural nwdsl
the 1SO 9241-210 standard, or implementing a Liviradp environment
(Bjorgvinsson et al., 2010). Basically all thesel$ and techniques move
away from a vision that sees the persons as aftesthose involvement
is limited to the measuring of a performance, tasaa more important
and active role as subject, provider of feedbamkativity and information
regarding the psycho-socio-cultural environment. which the future
service, products or building will be designed aedlized. In this way it
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could also support the establishment of long-teerationships, allowing
participants to become active co-creators of whatesigned and applied
to their real life context.

In this paragraph | have touched some of the isslated to PD. | know |
have left out some references and contributions,thei focal point is to
present tools and techniques of the process, imgumbnsiderations about
future challenges for PD. This consists in suppgri culture of active
participation, not only to match perceived needs,rainly for building a
sense of engagement. It also provides an altemaperspective on
participation, more based on the respect of théntsigand on the
development of innovation mofdemocratically-oriented” (Bjérgvinsson
et al., 2010). It is also important to consider tfenge in the role of
designers, researchers and professionals involved participatory
approaches, that have to facilitate and build spaghich allow: the
confrontation and inclusion of heterogeneous padis (legitimizing
marginalized groups); the respect of rights andisgeeultural diversities;
the promotion of self-determination, supportingtiggzants to contribute
as co-creators of possible innovative actions, isesy products or
environments.

103



3.4 Emancipatory design

Emancipatory design could be defined as a proaessdaat changing the
social relations in the realization of researchgvises, products or

environments, leaving power of choice and contisb an the hands of
participants. This means that a project (such &g l@alth innovative

service, assistive technology, accessible buildiegs.) needs to include
people effectively, not only to gather informatiand feedback, but also to
foster an active role gaining empowerment and efpation.

In the adoption of a tool that could represent ay w@ support the

emancipation of vulnerable groups is importantdnsider:

-the person’s role: as co-creator of services, ptsuresearch or
environment;

-the objective of the project: that should incluéeiprocity, gain and
empowerment of participants to guarantee an effie@mancipation;

-the method applied: as based on reflexivity;

- the use of the knowledge (acquired and generaésdpr changing the
social relation of between designer, service preradresearchers and
the participants;

-the nature of the beneficiary: individual, targebup, stakeholder or
society at large;

-the information and data required: as determinedhbyreal needs of
the participants;

-the perspective: the experiences of participantselation to their
context.

For a better explanation of this tool | also wishréfer to the work of Gerry
Roberts and Bob DickEmancipatoy design Choices for Action Research
Practitioners”. In their article the authors stated tlilie process choices
made in action research can determine how emarmipan experience- is
for participants” (Roberts and Dick, 2003), stimulating a cyclic ggss in
which alternate change (action) and understandiriical reflection). In this
process of choice some tensions could arise, ansidgring what argued by
the authors about emancipation and empowerment “thay be better
achieved if researchers and participants give dttento all six of the
tensions”(Roberts and Dick, 2003), briefly reported below:

- whether the process is data or theory driven;
- the level of skill of practitioners in using emgpatory processes;
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- action emphasis versus a research emphasis;
-the level of sophistication of the methodology seu
- the style and extent of participation;

- differing epistemic beliefs especially between iogrants and
practitioners.

This tool for the design of projects could guararae effective process of
emancipation. A possible implementation could be inolude some
principles of reference borrowed from the emanapatisability research
approach, defined firstly by the work of Barnes &fttkldon, in order to
better define the tool as emancipatory.

The insight is aimed at providing additional eletsefor a practical
application of an unstructured and not clearly ki tool, mostly clear in
its theoretic explanation, but lacking in real apgtion, especially outside
of pilot and experimental contexts.

The principles considered and borrowed by the ematary disability
research approatiare:

- Model of reference: this principle concerns theichof the model of
reference, that should fit with the aims of the jgcd (as the
Cooperative design, Participatory design, Contdxtlesign model,
Human-centred design, etc.). The reason for thiscehis related to a
re-interpretation of what was argued by Zarb abitat difference
between participatory and emancipatory approacteratthe former
is a pre-requisite to the latter{Zarb, 1992). In this way the adoption
of a participatory process could be the basis ttebealefine an
emancipatory approach for the design, once coreidére following
other principles to implement the process chosen.

- Accountability: as a key component of the emanadipaprocess, if
used to challenge stereotypical assumptions (inctdse of disabled
people, seen as static, vulnerable, dependenintaakagination and
resourcefulness), supporting positive attitudesigmering people as
active, self-determinate, participatory and prodideith practical
knowledge and creativity).

-Role of experience: of the designers and the paaits as an
important source of information in order to undanst the social,

2 The principles considered when applying a desighaimed to the emancipation of
participants are based on the emancipatory resepmioach described in detail in chapter 4.
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cultural, economic context where to design and ldgva project of
service, product , research or environment.

-Change in social relations: an emancipatory dedigm should
encourage a process of change in social relabehseen designers,

service providers, researchers, giving power ofaghand control also
in the hands of participants.

A clear definition of the components related to ¢éineancipatory design as
a process has not been elaborated in any publcaiio documents
analyzed on the theme. Hence, it is solely a patsoterpretation of the

possible application of this principles, for eladtong more structured
components to be included in the tool.
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3.5 Living Lab

The input for this paragraph is derived from therkvoealized in the
framework of a number of thé"6and #' Framework Programme projects,
especially in the ICT domain as well as from theeasience collected from
the various Living Lab, currently running throughoturope and
worldwide* (see figure 19). The Living Lab are open innovatio
ecosystems, and consist of the establishment ohgent communities of
users who are involved in an interactive basis envise or product
innovation at various stages in the design, deveéoy, validation and
marketing process. The user-driven innovation lly fmtegrated within the
co-creation process of new services, products eir@mments. The aim of
Living Lab is to facilitate user involvement in iowative processes,
suggesting a system that is human-centric (in ashto technology-centric).
For this reason | wish to substitute the term “Useith “participant” or
“person”, because | think it would fit better wiahhuman-centric approach.
Living Lab often operates in a territorial contefdity, agglomeration,
community, region), integrating research and intiomaprocesses within
public-private partnerships. The concept is based systematic co-creation
approach, integrating research and innovation gsaE= (Bilgram, Brem,
Voigt, 2008; and Pallot, 2009). These are integraéteough the co-creation,
exploration, experimentation and evaluation of wattve ideas, scenarios,
concepts and related artifacts in real life caddasing Lab involves
stakeholder communities, not only as observed st&jaut also as a source
of creation (Schumacher, Feurstein, 2007; and Ku&@07). This approach
allows the stakeholders involved to consider (corerly) both, the global
performance of a product, a service or a solutioth itss potential adoption
by others. Their feedback and information is atéd by means of various
socio-ethnographic research methods, as focus grosyrveys, testing,
polls, etc.

The concept of Living Lab started to be developedhie late 90s at the
Georgia Institute of Technology, where it was depell for capturing a live
experience from an educational situation and thewige it to participants
for later access and review (Abowd, 1999).

In 2006 the European Commission funded two projeCwsreLabs and
Clocks, with the aim of advancement and promotiba common European
innovation system based on Living Lab (EC, 2009).idportant role in the
development of the concept at EU and internatitenadl was played also by

24 Available at:http://www.openlivinglabs.eu/limap cc
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the European Network of Living Lab (ENoLL), whichag launched in
November 2006 by the EU Finnish Presidency and atipg by the
subsequent ones. This association, aimed at supgahte adoption of the
Living Lab paradigms, has already 129 Living Latesiat European level,
operating in different domains, from new technology homes for
independent living or like constructed environmefiidarkopoulos and
Rauterberg, 2000) to e-Health, energy efficienojeliigent mobility, rural
development, inclusion of the elderly and disalgedple.

This network includes the partnership of hundreds pablic bodies,

including  Municipalities,

Innovation

and

DevelopnmenAgencies,

Universities and Research institutes; thousand€oohpanies, especially
SMEs; and thousands of participants organized &n cemmunities (Santoro
and Conte, 2009).
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3.5.1 Set-up features

The features of the set-up and implementationlo¥img Lab include:
- Definition of the mission of the Living Lab.

- Identification of all the relevant stakeholderspfpssionals, policy and
decision makers to be involved. It implies the elsshment of: 1) the
community of service/technology developers (foriglesg and making
available innovative products and services to btetewithin the Living
Lab environment); 2) the community of public or isbstakeholders at
local level; 3) the community of professionals (fracademia, public
administration, industry and consultants); 4) themmunity of
participants/users (willing to co-create and ugilthe provided product
or services) grouped according to the specific@#is or needs (Santoro
and Conte, 2009).

- Definition of aims and a work plan with the invohaent of all
stakeholders.

- Implementation in the context of a consolidated ezal life experience
(this is important to guarantee a base line of giggeand experience
necessary to design a credible “living” laboratory)

- Development of a supporting ICT collaborative matf, for facilitating
the communication among the various componenth@eflLiving Lab;
collecting feedback; supporting the co-creationcpsses among the
various participants, considering what was argugd Santoro and
Conte, that‘the specific configuration of the IT supportingagfiorm
depends upon the domain of applications and seswid@ch the Living
Lab is targeting as well as the typologies of cibnshcy and expected
use scenarios(Santoro and Conte, 2009).

3.5.2 Principles to be adopted

These principles refer to the work developed in tremework of the
CoreLabs project, and are briefly summarized dsvol

- Continuity: to strengthen creativity and innovatidn relation to a
collaboration built on trust.
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- Openness: to create an innovative process basatieogathering of
many perspectives and creating enough incentiveadioieve rapid
progress.

- Realism: to generate and facilitate the establistimef realistic
situations and behavior, focusing on real usersraealdlife situations.

- Empowerment of users: to engage participants irrotad develop an
innovative process based on human needs and desires

- Spontaneity: to inspire usage, explore personafegescontributing to
meet social needs (Adapted from CoreLabs, 20007a).

3.5.3 Success factors

Analyzing the literature on the theme and the mitgjerealized for
developing, testing, adopting or using the Livingbk, three main success
factors can be assumed to assess the effectivehtiss tool, including:

1) Innovation: it can be measured in terms of thality of the innovation
developed and the creativity applied to meet neadd requests
gathered.

From a quantitative point of view, the sucé@ssmplementation of
Living Labs can be monitored on the basis of thikowang impact
metrics (CoreLabs, 2007b):
a) Number of new, innovative added-value products envises
designed, implemented and validated;
b) Number of held patents;
c) Number of peer-reviewed publications and particgratin
conferences, meetings, workshops.

2) Participation: it can be assessed considerirajtgtive and quantitative
aspects. Concerning the qualitative dimension, aibh de analyzed
(through interviews, questionnaires, focus grougs,) the level of
involvement of persons in their role as activezeitis. And as stated by
Santoro and Conte, to Bempowered to influence the development of
services and products which serve real needs, anttibute to improve
the processes of participation in the R&D and irmtoon lifecycle”
(Santoro and Conte, 2009).
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The quantitative impact metrics can be the numlbeatifterent actors
involved:
a) Number of citizens involved in the activitiestbé Living Lab;
b) Number of stakeholders, relevant to the spet#figeted market,
including SMEs, organizations and associations/ipwnd private
bodies, etc.;
c) Number of policy makers, local agencies or pulaluthorities
(cities, provinces, regions).

3) Sustainability: it can be measured using qual#acriteria, as the
durable employment creation, level of inclusionclirding equality
issues) and competitiveness. The quantitative riitéhat can be
assumed is:

a) Amount of funding mobilized, including number w@énture
capitals or private funds involved.

b) Number of links established outside the spediical context
(including the access to new competences of maféetbe specific
sector targeted).

In this paragraph | have described the main chanatts for the

establishment of a Living Lab, considered as ormertost innovative and
recent tools supporting a participatory approach.

This is capable of overcoming cultural barrierghe inclusion of persons,
meaning they become active citizens in the co-tmeatf solutions to meet
socio-economic challenges, such as e-Health, ICT iAmovative public

services, accessible buildings and new trajectafiessearch.

In particular in the Living Labs the interactiondacollaboration of different
subjects enables to bring the needs, desires,reznents originated in real
life settings in a process of participation andvelni service/product
development;'this allows for a dramatic reduction of the iterah cycles

during the service/product development and forgaisicant reduction of the
investment costs associated, thus optimizing the afs the resources
available” (Santoro and Conte, 2009).

This tool also allows a participant-driven marketrchnd creation, through
“the structured request to potential users categsrfor additional services
and/or products which have a huge commercial pa@ksince the outset”

(Santoro and Conte, 2009).
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3.6 Design for All

Since the middle of the last century the concepdlisbility has gradually
shifted away from assumptions about the functiofiatitations of
individuals towards the awareness that is how $esieare organized, in
terms of physical and cultural infrastructurest thlays an important role in
the cause of the disablement process.

Nowadays there is a general recognition that perseath disability
experience a range of environmental and socialidsarthat inhibit their
“active participation in the economic, political drcultural development of
their communities”(Barnes, 2011). It is also widely recognized thas t
situation of exclusion concerns the design and tcocison of physical and
cultural infrastructures. In order to address thessues and reduce
environmental and social barriers some initiativesch as the UNCRPD
(see Atrticle 9), have begun to adopt the princiglesiniversal design into
the production of the physical and cultural envinemt (Imrie, 2000).

This paragraph provides a broad overview of theeltgaments in this field
that in according with Colin Barnes representqiseasential element in the
struggle for a fairer and just society{Barnes, 2011)adding that the
universal design can be a useful tool for suppgrtine active citizenship of
people with disabilities; the design of solutiohattconsider their needs; the
development of socially innovative actions.

The concept of “access for all” to physical andtuwal environments is
currently expressed with two different terms: “Dysifor All” and
“Universal Design”. These terms are often used wsorsymous and,
although coming from different currents of thougimid presented in many
publications as having their own distinctive chégastics, it is possible to
identify a definition able to unify both terms.

This definition refers to a broad spectrum of idedsied at producing
services, products and environments that are wallgr accessible and
designed for all, with particular attention to veitable groups such as older
people and persons with disabilities.

The term Universal Design was coined for the ftrste by the architect
Ronald Mace at the conference “Designing for thé' Zlentury: An
International Conference on Universal Desigr{1998)and indicatesthe

design of products and environments to be usablalbypeople, to the

% Available at:http://www.ncsu.edu/ncsu/design/cud/about _us/usemaspeech.htm
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greatest extent possible, without the need for tadegm or specialized
design”.

Thanks to the work of another architect, Selwyndspiith, it assumed also
the meaning offree access for disabled peopléGoldsmith, 1997).
Universal design is based on the following sevemciples®:

1) Equitable use: the design is useful and marketad people with diverse
abilities.

E.g., people with motor disabilities limiting theaiof a mouse are enabled
to access the web contents via the keyboard. @m#raons who are blind
can navigate and understand web content utilizisgraen reader. In other
words, this principle recommends that the samefatte can be used by all
participants.

2) Flexible in use: the design accommodates a wahge of individual

preferences and abilities.

E.g., this means people with disabilities could wgecialized literacy,
reading and writing software, hardware applicati@rSBraille in the case of
blind users.

3) Simple and Intuitive: the use of the design asyeto understand,
regardless of the user’s experience, knowledgeguage skills, or current
concentration level.

This principle recommends that designers and rekees provide clear
instructions in simple language, providing feedbdcking and after tasks
performed.

4) Perceptible information: the design communicaté®e necessary
information effectively to the user, regardlessheiir sensory abilities.

This principle recommends to adopt multiple modéspresentation of
information, considering: what essential informatio peripheral or
secondary contents, and devices to be used (fang@rasupplying video
content with synchronized captions).

5) Tolerance of error: the design reduces hazamig adverse consequences
of accidents.

This principle is crucial for persons with varioasgnitive disabilities or
who could stumble into accidental interaction wettntrols due to limited
motor functionality.

% pdapted from: Centre for Universal Design, 2011
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6) Low physical effort: the design allows efficiagage with minimum
effort.

E.g., in the case of persons with visual disabiliging the web (pages,
applications, resources, etc.), it is particulaityportant provide a
reasonable visual and spatial contrast betweeriuthetional areas of web
pages, so as to guarantee that controls can bl e@maged by using the
keyboard alone.

7) Size and space for approach and use: approprsgiEce is provided to
enable comfortable and effective use for anyonandgss of physical and
sensory ability.

E.g., for persons with motor disabilities or withwl vision engaged in using
the web, it can be difficult to keep focused omgjsi such as cascading fly-
out menus (which require high proficiency with theuse), or to accurately
select buttons that are small. In this case, wadepahould have distinct
navigation and functional controls.

Subsequently Universal Design was reported in thlRPD as a strategy
aimed at making the design of different environmagptoducts and services
accessible, understandable and usable by everyoedéerably without
adaptation or specialized solutions, as reportetthenArticle 2:“Universal
design means the design of products, environmemsgrammes and
services to be usable by all people, to the greartent possible, without
the need for adaptation or specialized design. Ersal design shall not
exclude assistive devices for particular groupspefsons with disabilities
where this is needed’(UNCRPD, 2006).

Based on a holistic approach, it's also aimed eb@nodating the needs of
persons with disabilities, regardless of any chartgey might experience in
the course of their lives.

Consequently, Universal Design has become a conkapextends beyond
the issues of accessibility of buildings, influergipolicies and planning in
all aspects of society.

Design artifacts, products, infrastructures andrenments developed using
the Universal Design approach must therefore bessdale to all people
regardless of age, impairment, gender or ethniciyknowledging the
diversity of the human condition.

A frequent cited example is a universally desigheiding with ramps, lifts
and automatic doors that will not only be easilgessible for wheelchair

27 Available at:http://www.un.org/disabilities/convention/conventfall.shtml
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users but also for people with baby carriages, gimgptrolleys and luggage
(Lepofsky and Graham, 2009).

Most recent is the term Design for All (DfA hencefard), used to describe a
design philosophy targeting the use of productsyices and systems by as
many people as possible without the need for atlaptaDfA is design for
human diversity, social inclusion and equality datesl by the European
Institute for Design and Disability, on the occasiof its Annual General
Meeting in Stockholm on"®of May 20042,

Moreover according to the European Commission itcoarages
“‘manufacturers and service providers to produce néschnologies for
everyone: technologies that are suitable for thdedl and people with
disabilities™.

The origin of Design for Allies in the field of accessibility and barrier free
environment for people with disabilities and th@dater notion of Universal
Design. Although it is true that in the past therere some differences with
other similar terms, nowadays the concept of DfAidientical to strategies
known by different names (especially in certain ggaphical areas), such as
Universal Design or Inclusive Design (Aragall andana, 2011).

The common aim of these strategies is practicdley $ame and consists in
designing and realizing services, products or emvirents to ensure that
everyone, regardless of their gender, physicals@gnor intellectual abilities,
age, lifestyle or any other aspect of human diwensi able to enjoy all the
opportunities offered by the society.

Despite some critics arguing that the thinking upd®ming the concept of
Universal Design implies problems associated witbeapread acceptability,
and considering what was noted by Steinfield tilaé notion of universal
design implies that there is a single universalceptable solution to all
design problems, and this assertion is both utopiad simplistic” (Steinfield,
2006), in order to avoid any misunderstanding lehdecided to refer to the
term Design for All, as a design process largelyrasised to all.

The EU Commission has funded research- via the EIJ'sFramework
Programme to implement and apply DfA, as: the TipBject — Technology
Initiative for Disabled and Elderly peoflelST e-Inclusion project, focused on

28 Available at:http://www.designforalleurope.org/Design-for-AllBD-
Documents/Stockholm-Declaration/

2 Available at:

http://ec.europa.eu/information _society/activite@stlusion/policy/accessibility/dfa/index _en.h
tm

30 Available at:

http://cordis.europa.eu/search/index.cfim?fuseaspong.document&PG RCN=177389
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making accessibility a basic requirement of all I@ols*; eAccessibility
researcft.
Another initiatives at EU level to support the Dias the establishment of the
European Design for All e-Accessibility Network (EBN)*, aimed at the
exchange of best practices and expertise, thateldato the developmentof a
DfA curriculum for designers and engineers to fosi®areness of accessibility
issues.
The Commission has also advocated the use of stiind@ion to improve the
effectiveness and uptake of DfA, as the M/473 Stasidation mandate to
CEN, CENELEC and ETSI to include “Design for All relevant initiative’.
As key concepts for evaluating accessibility andkim@ the practice of
respecting human diversity in a prospective of midafree environment, DfA
comprises of interventions in environments, proslaetd services which aim to
ensure that everybody, regardless of charactevistiocch as age, cultural
background, disability or gender, can access, us@ @nderstand them
independently, and therefore participate in sociksyimplementation is based
upon two simple principles:

1) facilitating the use of products and serviweall users;

2) ensuring that users' needs, desires and etjpedt are taken into account

both during the design process and as part of grostuction evaluation.

The approach taken to evaluate an environmentimnstef DfA is for example
to undertake a preliminary audit, which identifitag existence of barriers and
areas for improvement. The barriers may be of @iffekinds, such as physical,
sensorial, attitudinal, cultural or social. Solasoare then designed to reduce
the functional distance between the different congots of the environment
and human capabilities. This can be done both bptaty the environment to
the needs of the majority of people and by enhaniridividual capabilities by
using technology, such as glasses, adapted keyhdard-to-speech software.
On the basis of this approach the disability isstdefined as the result of the
interaction between the person and his/her enviesmm where the
environmental factors can facilitate or hinder thdl functioning and

31 Available at:http://cordis.europa.eulist/so/einclusion/home.html

32 Available at:
http://ec.europa.eu/information_society/activitg@stlusion/archive/accessibility/index_en.htm
33 Available at:
http://www.edean.org/central.aspx?sld=64116013231239530&lanID=1&res|D=1&ass|D=9
9&inpID=3&disID=1&famID=3&skinID=3

34 Available at:
http://ec.europa.eu/enterprise/standards_policydiaims/database/index.cfm?fuseaction=search
.detail&id=461
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participation of the personn lother words‘access for all is only possible with
appropriate human involvemen(Barnes, 2011), if we wish a globally inclusive
society as a realistic and achievable goal.

3.6.1 The HUMBLE method

Design for All can be applied in many areas, sustservices, products and
environments; and different contexts, such as fgicampanies, public bodies,
no-profit organizations, territorial agencies, gash departments, etc.

In order to provide practical elements in the adwopof the DfA, | wish to
explore the features of the HUMBLES method. Thia ismiethod developed on
the basis of various experiences of companies aprfiom different sectors
and countries. It consists in a successful proeedwaluding seven progressive
stages. Each stage is represented by a letter,tagather with the other
compose the acronym HUMBLES.

It's interesting to note that the meaning of theneadeals with a necessary
attitude for undertaking success challenges.

This method is mainly directed at organizationsogéh products or services
will directly interact with their final client, useor consumer. It can include
public administration, health agencies or othernages, services providers,
manufacture companies, transport, buildings, matiim products, etc. It can
be applied to companies thatalue aspects as ethics and respect towards
citizens” (Aragall and Montana, 2011).

The seven phases reported below are adapted fremwtitk of Francesc
Aragall (Founder and President of the Design for Fdundation) and Jordi
Montana: "Universal Design. The HUMBLES Method for User-Cedt
Business’(Aragall and Montana, 2012).
1) Stage: Highlight design for all opportunitiéstier “H”)
At this stage the participants using this mdtheed to try to imagine what
new opportunities for their own organization couldsult from the
development of a new service, product or envirortmérhe main
opportunities offered by the method, are:

- Increasing the number of users, consumers, cltestsimply persons.

% The terms refer to the meaning used by the authdrsreby “user” as person who uses a
non-consumable product or service (whether or péthe has paid for it); “consumer” as
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- Preventing problems: to know ones users, consuroesfs or person in
depth enables to avoid possible conflicts due texpacted or wrong
access/usage of a service/product/environment.

- Improving external and internal reputation: to exphuman diversity,
individuality and needs can contribute to improvirtge external
reputation of a company, public authority or NG@ading to an
increasing approval by society at large. Workingeziences adopting
socially responsible methods increase self-estesth heve a positive
impact on the workplace atmosphere.

- Creating loyalty: persons are loyal when a relaiop of trust based on
satisfaction has been established, and does nowigndhe fruition of a
service or the purchase of a product.

-Innovation in products and services: to achievecasg in a service
delivery or the realization of a product, it's inmnt to be creative in
order to meet persons’ needs and desires.

2) Stage: User identification (letter “U”)
At this stage, focusing on the aspects of humaerdity is encouraged,
l.e., age, laterality, dimensional diversity (sizé)nctional limitations,
religious and cultural habits, family structurefinesses and allergies,
sexual orientation and different economic resources

3) Stage: Monitor interaction (letter “M”)
This stage is aimed at establishing a deep knowledgersons’ needs and
wishes, which needs to get to know, listen to, nlesend use as a co-
creative elements.
The aspects to be monitored are: persons’ wishésaads (using: direct
observation, internet monitoring, expert assesspfeatis groups, written
or phone-bases questionnaires, etc.); complaineputation and
satisfaction.

4) Stage: Breakthrough options (letter “B”)
The main objective of this stage is to sel&mptions for improvement”
(Aragall and Montana, 2011) from the previouslyntiged in the other
stages. These options cagetherate opportunities while being easy to
adapt to the culture’of the organization, that means “@rioritizing the

person who use a consumable or perishable prodseraice (whether or not he/she has paid
for it); “client” as a regular buyer (Aragall anddvitana, 2012).
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improvements according to the featuresef the context (Aragall and
Montana, 2011), the organizations and persons wedblIn this view the
main aspects that should be considered are:

- The potential increase in clients and users.

- Reconciling improvements with the strategy of thgamization.

- Assessment of the investment effort required.

- Promoting a sense of opportunity.

- The capacity for development and implementationrowpments.
- The capacity to manage the project.

5) Lay out solutions (letter “L”)

At this stage the process of the developnm@ntservice, product or
environment requires five elements: investigatiorexploration,
development, execution and evaluation.
The process, here generalized, needs todbpted to the context, the
organization, the circumstances, the type of sergrcproduct chosen to be
developed or implemented. In addition ten stepsdneebe taken into
account (Aragall and Montana, 2011):

1) Conduct a thorough study of each aspects tmpeoved.

2) Avoid reinventing the wheel.

3) Identify the scope for innovation.

4) Study feasible solutions.

5) Consults clients, users, consumers about pessddlitions.

6) Ensure flexibility in the course of action.

7) Drawn up an exhaustive briefing.

8) Design the prototype.

9) Test the prototype.

10) Test the resulting product or service.

6) Stage: Efficient communication (letter “E”)
At this stage, after having tackled solutions, tagk is to conduct an in
depth analysis of the communication with the pessamvolved. In
particular considering the following aspects: flakiy, avoiding
stigmatization, sincerity and honesty, simplicityeciprocity and
permeability.
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7) Stage: Success evaluation (letter “S”)
This stage is aimed at measuring the success ileingmting the method,
in particular theprocess involved in developing the innovation atisl
results” (Aragall and Montana, 2011).
The criteria suggested to be applied are: funchignaexpressivity and
credibility.

In this chapter a series of participatory concept®|s and methods were
presented, in order to give the reader the riglereaces for understanding their
application, especially when using participatory d anemancipatory
methodologies (as presented in the next chapter 4).

These tools, along with principles and strategaes, to be regarded as the
components of a process aimed at involving pedpheone hand trying to find
solutions to social and individual needs throughdpsign, implementation and
realization of services, products, researches awttamments. On the other,
using approaches based on the inclusion as thetavesduce oppression and
discrimination of vulnerable groups, through cdmitions coming directly
from people.

In this process of involvement it is important taw a path on which it is
possible to detect and generate satisfaction,ggaation and emancipatidnot
only in its being present but in its becomin@ainardi, Solca, Fratus, 2006).
Improving the accountability in the inclusive preseand the reflective
dimension at different levels: personal, institndg communitarian and social
(Mainardi, 2010). With the common aim to create temts of open
participation, making life easier for all.
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3.7 PALMI method

Considering the participatory concepts, tools anethods identified in the
literature analysis, | wish to present also the ho@tPALMF®. This method

provides an interesting perspective of intervenbased on the participation of
all stakeholders in the process involving usersjilfas, services, agencies,
experts and professionals. The PALMI method wasldped as “dialogical

participatory structured approach” (Mainardi, Soldda Vinci, 2003). It

integrates specific aspects of the Delphi method afeirieu’s learning

group$’, as a dialogic situations device aimed at coumgetthe “normal

functioning of groups”. It intends to allow equa&gltimacy in assessing the
guality of services provided to all stakeholdensoined, starting from the final
users.

The PALMI was developed by Michele Mainardi, SoRaola and Leonardo
Da Vinci, members of the Department of Business &adial Sciences of the
University of Applied Sciences of Italian Switzerth in the framework of a
research on user satisfaction and quality managetmnehousing units for

people with mental disabilities (Mainardi, Solcaatts, 2006).

The assumption of the method was that it's possibleincrease user’s
satisfaction, the quality of services provided gmerceived, involving all

participants in a dialogic process of evaluation.

From this perspective, user’'s satisfaction is baeedfinding correlation

between expectations and perceptions of stakelwladed the effective
performance provided.

Quality “according to the users”

Expectations Services provided/perceived Satisfaction

Figure 20: The dialogical participatory approach PALMI

% The dialogical participatory approach “PALMI” takiés name from the initials of authors
names (Paola Solca, Leonardo Da Vinci and Michednistdi).
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According to this method, the confrontation betw#aa participants involved
is allowed by the circularity of the qualitative latonship between
performance-expectations-satisfaction.

This dialogic relation allows the collection of djtetive feedback provided by
each participant that adds value and contributesthi® evolution or

accommodation of both expectations and performann#uencing the

satisfaction of all the persons involved.

The dialogical and participatory strategy takeso irccount the specific
characteristics of each individual partaker, emapli

1) The involvement and mutual consensus of thecispe be investigated (in
a dialogical-participatory process it is essenttat individuals can be
considered as effective partners).

2) The research of shared denominators that ceald fo growth in the level
of satisfaction of all of the stakeholders.

3) The effectiveness and efficiency of the parabtipy process, in order to
reach successful results concerning the appregiabio the perceived
performance and the development and maintenanctkeofuality of the
institutional performance delivered.

4) The possibility of strengthening roles and remsailities avoiding total
control by any one individual or organisation.

5) Mutual respect between the parties. Without ttomdition the three
previous steps lose their meaning.

The method is therefore aimed at:

a) Allowing the assessment of the desirability dadsibility of possible
alternatives to the current scenarios, identifyingw solutions and
analyzing their real possibility of implementation.

b) Being simple, structured and efficient in itplgation in order to permit
easy validation.

c) Contributing to the process of problem solvengd informed decision-
making, enabling all stakeholders to be aware eirtperceptions about
services provided and institutional contingencies.

37 Ziglio E., 1996. Gazininto the Oracle: the application of the Delphi Methto Public
Policy. London, Jessica Kingsley Ltd.
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3.7.1 Structure and phases

The PALMI method is characterized by a structuredcess consisting of a
preliminary stage and five subsequent phases igae®21). The first (phase 1)
seeks to ensure that every single participant (ugserator, family member,
manager) can reflect and formulate personal corstides and suggestions
about performance expectations of the servicewiihbe provided (products).
This phase is followed by a confrontation with greup of “experts” (phase 2),
in order to create a space for discussion in wthelhpersonal points of view are
re-elaborated in order to define a group agreemdmth respects both the
current scenario/situation and the emerging presrior needs.

The results coming from the confrontation and sttarof thoughts in the
second phase, are synthesized (intergroup prootuotiier to provide feedback
to new groups, consisting of the experts previousigsulted and the other
participants (user, family, professionals, etcyt &ssembled in heterogeneous
groups (phase 3). The outcomes are brought as satspto the manager of a
service (public or private) in order to evaluate ttesired feasibility and
opportunity of the proposal.

Based on the results summarized in the proposadsintividual actors reflect
on how to tackle specific aspects and prioritiegperational terms, including
the elaboration of an intergroup proposal.

Following this, the stakeholders interact with tip@ups in order to find a
consensus on the proposal shared with the manglgasd 4).

Once the results of this final consultation withk&holders are collected, an
effective feasibility analysis is carried out.

The final phase is therefore characterized by theaton of an area of
confrontation between participants, aimed at foatin a shared final
agreement on priorities and strategies for purstheg (phase 5).
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Professionals/operators Families

Intergroup product

Heterogeneous groups 1 Heterogeneous groups 2 Heterogeneous groups 3
Proposal HG1 Proposal HG2 Proposal HG3

Intergroup proposal
Final agreement

Figure 21: The structured process of PALMI method
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CHAPTER 4 - Methodological approaches to research

The premise of this chapter lies in the fact thahynfactors contribute to
the oppression and discrimination of disabled peapld to their exclusion
from different sectors, in particular research. altempts to provide
evidence of the fact that using a methodologicadregch based on the
inclusion of persons with disabilities could remmisa way to reduce
oppression and discrimination through the contrdmg coming directly
from them.

In recent years the dominant research paradignest frinciples and
values have been criticized by disabled people,aroegtions and
academics about their purposes, effects, outcamesapplications of
research.

Beginning with this premise and reflecting on aieaw of the literature
concerning the involvement of disabled peoplehmresearch field, 1 will
briefly explore the approaches aimed at attempnigvestigate physical,
structural, ideological and cultural barriers teithparticipation in the
academic research field.

This chapter describes the methodological appr@achbasidered for: the
development of the thesis and defines a theordtiaalework of reference
aimed at reducing or removing barriers to inclusMfithin this framework
the intent is to provide evidence of the fact tHatesearch is able to
support the adoption of concepts, ideas and towigied by the sense of
participation and the emancipation of disabled peapwill be possible to
generate changes in the inclusive factors influsmtine social relations of
the research products and facilitating their quatitlife.

This aspect is used to reinforce the research hgga “an open
participation in the co-creation of the service amavironment, makes life
easier for vulnerable groups”and to suggest how approaches based on
participation and emancipation could support thé& #lom a medical to a
civil and human rights approach to disability.

Following on from the previous chapter in which tg#patory concepts
and tools were described (chapter 3), this one exmscmethodological
approaches to an inclusive research. This will keathe next step, where
there will be suggestions how these approachededimked to concepts
such as active citizenship, civil and human rigamsl social innovation
(chapter 5).
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4.1 Disability and research: a brief introductio

As stated by Len Bartofresearch is a social act. As such, it involves
interactions and relationships with a range of widuals and groups
which entail ethical, procedural and political issi (Barton, 2005). If
research is a social act, to not include disabledpfe in this field
represents social discrimination, acting as a fasim oppression of
vulnerable groups.

The issue is strongly related to the ways in whic$ability is socially
produced and consequently addressed. For thisrrahsodebate on the
participation of disabled people is started withiframework based on a
social model of disability.

Some issues have been identified from this pers@eatharacterizing the
relationship between research and involvementsalded people.

The main issues are related to: social justicejtgqcitizenship, policy,
power relations, accountability, material, cultuaald ideological barriers
to participation. In addition there are conceptshsas empowerment and
emancipation, the role of researchers (disabled rat}] usefulness and
relevance of research products and outcomes, #vat heen developed by
many authors over the last two decades (Oliver7 199akespeare, 1996;
Barnes, 1996; Abberley, 1992).

The debate about these issues has led to a tleadrativancement in the
participation of disabled people in research, egfigdor what concerns
the different set of social relations of researobdpction as summarized
by Mike Oliver with the termfemancipatory form of research activity”
(Oliver, 1992).

The emancipatory form of research represents tird #nd last step
towards an inclusive research. The first two aréoagesearch and
participatory research, that are explored in otdgprovide a sort of path
among the approaches with different levels and egaof involvement,
from the less inclusive towards the most inclusind participative.

These three approaches, action-research, particypand emancipatory
researches contain several principles that suppbéat has already been
theorized by Walmsley and Johnson concerning wiegt tall“inclusive
research”(Walmsley & Johnson, 2003).

Research about understanding the world in ordeotdribute to change it,
in which the fundamental aim is the empowermerthoge participating in
the research in terms of knowledge, skills andacti

In this view the voices of the participants arec@land play an essential
element for their credibility.
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The real-life experience of the participants iswihin a broader context
in which there is an ever present imperative fatirggresearcher, made by
their assumptions, values and beliefs becomingeasingly transparent.

4.2 Action-research approach

The first step in the path towards an inclusiveeagesh is represented by
the action-research (AR henceforward). This metbbdesearch is built
progressively and its aim is to generate a chandgbkd same environment
where the research is applied. AR includes a sefiegesearch methods
based on change that means *“action”, and undeistaritiat means
“research”. The term was introduced for the finstet in 1946 by the Kurt
Lewin (Lewin, 1946), and further developed by ZuBé&erritt (Zuber-
Skerritt, 1992) as theoretical framework known las €RASP model, in
which action-research is characterised as:

- Critical (and self-critical) collaborative enquiry;

- Reflective practitioners being;

- Accountable and making the results of their engpublic;
- Self-evaluating their practices;

- Participatory  problem-solving and continuing preiesal
development.

AR has an interventional intention. Following aastgy based on the
introduction of prototypes and novel technologyitte life world of the
participants with the specific aim of changing thdiehaviour and
practices. This is a trait shared with some brasafedesign research, as
the co-development of concepts or the creationeo$gnal artefacts in the
design research process.

AR consists of four dimensions (Avison et all, 1299

- the category of action-research used and its focus;
-the tradition and beliefs implied by its assumpsion

-the research process, including: themes, levelsorgianization
involved, extent of change, and the role of theaesher;

- the style of presentation adopted.
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These dimensions confer to research a particulalitgtive aspect able to
associate research and practice, so research mfpractice and practice
informs research synergistically. AR combines tlyeand practice (and
researchers and practitioners) through changes raftections on an
immediate problematic situation within a mutuallyceptable framework.
This qualifies AR as an iterative process involvingsearchers and
practitioners acting together on particular adedt including problem
diagnosis, action intervention, and reflective hag.

This framework represents a type of foundation ¢wctvthe pedagogy of
action research has tried to refine and establishifying framework of
reference (Avison et all, 1999).

Although the benefits that AR has created in treddfiof research are
indubitable, considering the involvement of papamnts and stakeholders,
it has not been as satisfactory as other approdttegthew, 2002).

As a matter of fact, adopting a participatory pooft view helps to
understand the limits of the AR approach that shdug analysed and
overcome. In general AR proposes an active padiicp on behalf of the
researcher, and acknowledges the impact this predeas on the outcome
(Kaptelinin and Nardi, 2006).

Moreover the researcher gains first-hand experiebog it is still the
experience of the researcher, not the participdnt@rder to overcome
these limits, what is suggested here is to go betyosing firstly a
participatory and secondly an emancipatory appreacesearch.
Underlining the need for this further step in reskaespecially in the field
of Inclusive education and Inclusive research, whaaken on board here
is what was argued by Kemmis (2006) abotlte”connection between
education and emancipatory ideals that allow edorsatto address
contemporary social challengesncluding the fact that educational trends
in recent decades may have led to“tdhe@mestication of educational action
research.

As reported by the author some action researchslackcritical edge”, in
particular the lists five examples of inadequateoaeresearch applied to
educational contexts. One of these examples isadicplar relevance for
the topic of this thesis, that which refers to @atiresearch conducted
“solely to implement government policies or progrags, in order to
achieve conformity with what the policies or pragwaes intend, without
subjecting those intentions, their presuppositiars] their frameworks of
justification to critical examination{Kemmis, 2006)

In order to avoid the risk of a lack of criticalarination, an aspect of
particular importance for vulnerable groups, thentdbutions of the
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participants involved should be used to reach figgi not necessary

justified only“by appeal to authority”.

Referring to this concept and to what was highkghby Kemmis in the
article “Participatory action research and the pulsphere” (Kemmis,
2006), it is indubitable that different resultsretearch can be achieved if
using an AR or a participatory approach, especiallythe context of
Inclusive Education and the interventions with \varlible groups.

For example, considering the set of research curestreported below,
different outcomes will be reached depending othéfre is an (AR) or a
participatory research approach because the assunspare different

from the beginning of the research:

Research questions Assumptions of the AR

approach

Assumptions of the PR
approach

Researchers point of view
based on elements perceived
or considered as barriers

What problems or
barriers (socio, cultural,
environmental) have the
research addressed?

Participants’ needs, based on
real barriers to be faced in their
everyday life and really lived
as limitation

Problematise issues
objectively, from the
perspective of researchers
without creating any
communicative space for
participants

What aspects,
dimensions of practices
(education, employment,
accessibility, inclusion),
understandings and
situations did they

problematise?

Problematise issues
subjectively, from the
perspective of disabled people
including the point of views of
professionals, families,
educators and volunteers,
opening a communicative
space for conversation between
participants

Theoretical knowledge and
technical, economic and
social problems

What issues are
considered in addressing
specific problems (e.g.
the use of ICT or the
improvement of the
independent
accommodations

Practical knowledge and
critical questions considering
also attitudinal, educational
and political problems

These research questions are examples used tdun&dhe participatory
and emancipatory approach to research. Beforedantiog these two
approaches, and despite the above consideratiotiseolmits of action-
research is important to recognize the contribstittvat AR has provided.

129




An example is provided when using instruments asggaant observation,
non-directive interviews, tales of life stories aqukstionnaires.

This has allowed the AR approach to be used aseessful method of
research applied in many areas, especially in theational field, as for
the relationship between school-work, in trainimgpgyams for teachers,
educators and parents.

The action-research has also provided its contdbuin the multi-
disability field and in the analysis of forms ofrhe care.

However, in order to have an advancement in termsnpovative
approaches able to understand existing and newsss$ioe exploration of
new approaches to research is suggested here, mex paragraphs.

4.3 Participatory research approach

In the second step on the path towards an inclusesearch, the
methodological approach considered is the particigaesearch. In order
to introduce this idea | have decided to adopt wtab’s (1992) theory
explains“that it is essential to make a distinction betweéparticipatory’
and ‘emancipatory’ research. The former is a preuisite to the latter...”
(Barton, 2005).

For this reason, following what is suggested bybZ#rst a brief summary
of the main features relating to the participatmgearch is proposed (PR
henceforward) and in the next paragraph the onascetning the
emancipatory approach.

The discourse on PR has its social and historioatsr in qualitative
research methodologies started in the late 1950ghenearly 1960s, as a
sort of criticism aimed at the research paradigedus North America and
Europe (mainly based on empiricism and positivismgluding a rigorous
attention to statistical precision.
Participation is an alternative approach to redgaoften associated to
social transformation in the developing countries.
Three particular attributes are used to distingyslticipatory research
from conventional research:

a) shared ownership of research projects;

b) community-based analysis of social problems;

c) orientation toward community actions.
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The application of the Participatory approach teesech grew from the
experience of adult educators, especially in deetp countries such as
Africa, Asia, and Latin America, who while workingith oppressed
people, realized that the rise of specializatiod professional expertise
had lead to the devaluation of popular knowledg# @ternative systems
of knowledge production.
In particular thanks to Paulo Freire’s influentiabrk on conscientization
(Freire, 1972) defined dhe process of developing a critical awareness
of one’s social reality through reflection and axtf, the idea that socially
marginalized people could be involved in the praauncof knowledge was
reinforced.
Following this view, people are active agents ie tiesearch process,
because if involved in the analysis of their readitthey can develop the
understanding and the capacity to improve thesr lif
This concept if applied to PR represents an importzomponent for
achieving empowerment, because when people patécip determining
their own future, they become empowered.
Thus, empowerment based on the confidence thatniaftion has been
understood and interpreted, can impact on threemons:

1) personal dimension: developing a sense of selfidenfe and

capacity undoing the effects of internalised opgites
2) relational dimension: developing the ability to fpapate, negotiate
and influence the nature of relationship and densimade within it;
3) collective dimension: through actions based on ecaton.

These dimensions are strictly related to the Camadnodel of the
Disability Creation Process (see chapter 2), bageeh an interactive and
anthropological model that introduces personalt@mmental factors
(social, cultural and physical dimensions that eiee the organization of
the environment and society), that can be obstamig@acentives for the
individual participation of disabled people (Levasgset all, 2007).
Therefore, considering both conscientization ang@merment as features
included in the PR - and impacting at personahti@hal and collective
levels - it results as an instrument able to ermgeirparticipation and to
support socially marginalized people, in particdesabled people to:

a) critically investigate and analyse their reality;

b) undertake collective actions to bring construciivnges into their

lives.
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This also requires a change that should consighéndevelopment of
critical consciousness of both the researcher aadicpants, the
improvement of the lives of those involved in tlesearch process and the
transformation of societal relations of the produaitresearch.

The dominant research paradigm indeed tends toegetbical issues, such
as that the information providers are denied amtrol over the products
and results of the research.

It also fails to consider political issues: knowdedis power, and the
research process further enhances the power efites (Tandon, 2005).
This issue has many similarities with what happemg@rding research on
Women, Blacks and the Third World (Stone, 1996esé@&ving a focus not
only on the similarities, but also on the differeadetween the disabled
movement and the experience of Blacks and Womemib& notable is
the fact that whilst the status that characterikedatter is present at birth,
the condition of disability can be acquired duranfifetime.

According to Sirisena Tilakaratna (1990), PR shawdto de-elitise and
de-mystify research, making it an intellectual tatlich people can use to
improve their lives, changing the attitude that gdeoshould only be
treated as objects of research.

Moreover, given its commitment to social, economand political
development in response to the needs of peopl@opemts of PR have
highlighted the politics of conventional elitist search, arguing that
orthodox social science, despite its claim to vahestrality, normally
serves the ideological function of justifying thesgion and interests of
the wealthy and powerful (Fals Borda & Rahman, 199irester, Pitt, &
Welsh, 1993; Freire, 1982; Greenwood & Levin, 20@D01; Hall,
Gillette, & Tandon, 1982; Horton, Kohl, & Kohl, 109 McGuire, 1987,
Park, Brydon-Miller, Hall & Jackson, 1993).

The table below shows the main key features of BlReated from the

different authors quoted above, and compared with dlitist research
paradigm:
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Main Conventional approaches to Participatory approaches to
aspects research research

Person’s

role Object of research Co-researchers

Authenticity: the information
generated is used by participants
themselves for life improvement)

Observation and abstract
conceptualization

Objective

Research is not directly linked Research and action are inseparable

Method tszgg';:tr;z)(they can be (they represent a unity)
Used to provide theoretical Used to promote actions in order to
Knowledge basis or academic orientations change or improve existing local
to be explored actions
Academics and professionals Disabled people (primary
Beneficiary (producer and beneficiaries of beneficiaries of the knowledge
knowledge) created)
Data Use of methods that meet the Use of methods easily understood
analysis goals chosen by researchers by participants
Perspective Researchers attempt to be Valorisatio_n of the views_, _feelings
neutral and value -free and experiences of participants

It is important to note that are two significantysan which PR differs
from conventional approach to research. First,ide®logical stance and
emphasis on making researchers’ values and prenmeseéicit are
generally not reported in conventional research.
Second, conventional research is being undertakdthowt the
participation and control of the participants (Tang2005).
At a theoretical level, starting from this distiloet, a further step in the
evolution of the epistemology of the PR approacls waveloped. In
particular making a link with action-research andleing in participatory
action-research approach, defined as a learningepsowhose findings are
the real and material changes in:

- what people do;

- how people interact with the environment and witthees;

- what people mean and what they value;

- how people understand and interpret their life et
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Through participatory action-research, people cadetstand'what and
how” their social and educational practices are locatecand are the
product of particular circumstances that produdeaint and by which they
are reproduced in everyday life (Kemmis & McTagga@07).

The material changes in the process highlighted@lbdso avoid any risks
of alienation of the research, in particular beeatyghat people do” can
counteract alienation from the product of reseaftelow people interact
with the world and with others” can counteract @ditton from the process.
“What people mean and what they value” can couateatienation from
the subjects of research and “how people undersamadinterpret their
world” can counteract alienation from interpretasaf other.

Although a definition of participatory action-resefa was provided, what
Is predominant here is not to focus on epistemoldgand terminological
questions related to the differences between PRadicipatory action-
research, but the contribution of both to the dspelent of research
projects based on the involvement of people.

Assuming these contributions and trying to defineuemmative frame of
reference, the characteristics of research projdws wish to include
vulnerable groups should:

a) attempt to promote self-determination and the &hen of the
creativity for the solution of social problems areduction of
barriers (cultural, environmental, attitudinal,.gtc

b) adopt an action orientation, in which the focusois people
contributing to solve practical problems in order generate
practical knowledge;

C) support participation, empowerment and awarenetipeople of
their own abilities and resources, in particulartheir capability
(Sen 1999, 2005);

d) involve participants in the entire research processm the
formulation of the problems, the hypothesis to eplhthe
interpretation of the findings and the planningofiective actions
based upon them;

e) allow that both the process and results can benofiadiate and
direct benefit to participants;

f) make a focus on determinate needs, increaseeness of
problems and commitment to solutions within the diimaries,
through a dialectic process and not as a statiangof reality;

g) assist participants to collect data and analysénflieemation, using
simple methods which enables them to systematiseir th
knowledge;
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h) encourage the adoption of a view that facilitatescpsses by
which knowledge and solutions can come from thewno
conclusions, enables people to solve their problant improve
their lives;

i) make conflicting action possible, or necess@gnfion, 2005);

j) be addressed to transformation and improvementeflives of
those involved;

k) link the local contexts, which the participants wnbest, to the
larger external situation about which the researscimay know
more.

In this paragraph | have focused on the need fparticipatory research
approach to provideunwelcome truths”(Kemmis, 2006). | have tried to
describe this approach referring to substantiablgras of research, such
as criticism, ethical issues and empowerment. Thidbecause | believe
that participation, collaboration and cooperatican csupport a mutual
understanding between researchers and people @dola research
projects, wheréthe way things are is open to question and exiord
for “understanding reality in order to transform it, dnto transform
reality in order to understand it{tKemmis & McTaggart, 2001, 2005).

4.4 Emancipatory research approach

The last step of the path towards an inclusive arebe concerns the
emancipatory research approach (ER henceforward).

It is useful to start again from what Zarb assumabdut the difference
between participatory and emancipatory resedfRarticipatory research

which involves disabled people in a meaningful wayperhaps a
prerequisite to emancipatory research in the seths¢ researchers can
learn from disabled people and vice versa, and thabaves the way for
researchers to make themselves “available” to disdlpeople - but it is
no more than that. Simply increasing participatiand involvement will
never by itself constitute emancipatory researclessr and until it is
disabled people themselves who are controllingréisearch and deciding
who should be involved and hoZarb, 1992).
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Participatory and emancipatory research are therefwo distinct but
complementary ways in which researchers can attetoptadvance
meaningful social change in the lives of disabledpie.

In this sense ER is aimed at changftite social relations of research,
trying to place the control in the hands of reséed, not researcher”
(Barnes and Mercer, 1997).

This means that research projects need to incldfdetieely disabled
people not only to gather information and feedbdmk, also to foster an
active role inside the research, gaining more engoment (Oliver, 1992).
However this is not only a process of empowermest,in PR where
research participants may be given opportunitieseliotheir stories and
analyse their situation.

ER is an approach in which disabled people takdrabof the research
processes and products, that are used as toolsd®wee achievement of
their liberation from restrictions brought by sda@hanges.

ER is thus a form of education-action in which sgsbers should be at the
service and under the direction of disabled peapdeonger only subjects
of research but rather co-creators of research.

The ER approach has its genesis in the social naddBsability and in the
growth of the Disability movement, the raising agragss of the disillusion
of positive and interpretive research paradigms the 1960s, the
consequent critic to experts and professionals priofessed to speak on
the behalf of disabled people, the contributionooanizations as the
Union of Physically Impaired Against SegregatiodP(AS) in 1975.
Another influential contribution was provided by ki Oliver’s suggestion
to follow “critical inquiry, praxis or emancipatory research(Oliver,
1992), most notably for chancing social relatiofgesearch production,
relationship between researcher and researched, tt@dconnections
between research and policy (Barnes & Mercer,1997).

Nowadays the assumption that an ER approach cawittiloute to make
research more efficient, relevant and inclusive toe life of disabled
people, is included also in many International doents.

The intent of using the emancipatory research agbroto disability
research responds to the precise indication oMadrid Declaratioff to

3 Social integration of people with disabilitiestire context of the Declaration of Madrid 2002
“Non-discrimination more positive action equal saldintegration” Survey for the initiation of
actions to promote non-discrimination of personthwlisabilities in education, employment
and other spheres of life. 2003 — 2006
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promote and support the leadership of persons avéhbilities. The focus
on this approach has been suggested not only ifieldeof research, but
also applied as a possible tool for the developmémsiocially innovative

services, products and environments, encouragingesatility and

inclusion.

Emancipatory approach to research is based onethiprocity, gain and
empowerment, methods used within the feminist pgrnadLather 1987;

Ribbens 1990), and the concept of reflexivity (@i992) developed by
the Disability Studies movement.

In this way the value of research can be gaugeadiyng how far the
process of participation has made a contributiomdavidual or collective

empowerment and whether improvements in the lifedisabled people
have been achieved in any measure as a result (ash 2004).

This means that the first result should be the ¢ctdn of barriers and the
promotion of disabled people’s individual and ccliee empowerment
(Barnes 2003), as implicit transformative aim ofagipation.

The six core principles of an emancipatory reseaagproach are
summarized below in order to provide further eletaghat characterize
this approach.

These principles were defined firstly by the wofkBarnes and Sheldon,
in which used“not as rules for doing disability research{Barnes &

Sheldon, 2007), but mostly as principles for desigmprojects of research
able to guarantee a process of emancipation.

1) The model of reference

This principle relates to the choice of the ontadafymodel of reference
(Priestley, 1997) that is the social model of dikigb Previous models of
disability based on the individual limitations hamet provided a sound
framework for research which strives to be emarnoipa

The shift from a medical to a social model of dikgbrepresents an
ontological foundation in which disabled people &ke all people, and
since their needs of involvement are not met by dbademic system
research might seek to facilitate a fundamentaftuesiring of that system
(Triano, 2000).

Available at:http://social.un.org/index/Portals/0/ageing/docutadtulltext-E.pdf
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2) The accountabilit}
The principle of accountability is a key componehtthe emancipatory
research approach.
First of all because both research and researdperates within a market-
led environment where continued career prospeetdatermined by the
ability to secure profitable research contracts.
Accountability becomes a particular challenge whiem participation of
vulnerable groups is sought.
In the conventional approach of research for exardabled people seem
to be assumed as incapable of finding solutionthér own problems.
Instead, researchers are deemed to be the expldsinow what is best
for disabled people and frequently make decisitmmsittheir lives without
consulting them.
In this sense emancipatory research is aimed aessfully challenging
stereotypical assumptions of disabled people asicstaulnerable,
dependent, lacking agency and imagination (Davis logan, 2004) into
people considered as active, self-determinateicpaatory and provided of
practical knowledge and creativity.

3) The objectivity
It is interesting to consider what is argued by dmability activist Paul
Hunt that suggests that research can never be hgetagnd impartial
becauséfacing with any socially oppressed group, socielesitists have a
choice of only two alternatives: either a firm coiment to serve the
interests of the oppressed group to end their oggoa, or a commitment
to serve the interests of the oppressors to coaetitheir oppressive
practices... There is no middle way”.
It is also difficult to support the idea that thoseolved in disability
research should put aside any claims to objecthdéyause it isprecisely
those who try to take a detached view of oppressibo cannot be
objective” (Hunt, 1981).
In response, all that researchers (disabled andaaot do is make their
position clear at the outset.

39For a further focus on the standards for accouliitiabee the British Council of Disabled
People (BCODP) project, in “Disabled People in &ritand Discrimination: A case for Anti-
discrimination Legislation” (London: Hurst and Cayailable at:
http://www.leeds.ac.uk/disability-studies/archivénodex.html
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This means stating clearly their ontological modehsuring that the
research methodology and data collection strategglepted arélogical,
rigorous and open to scrutiny(Morris, 2003).

4) The choice of methods
The emancipatory research approach has generadly dssociated with
qualitative rather than quantitative data collactistrategies, in part
because such strategies allow more scope for jpantits to take control
over their words and thus affect the directionhaf tesearch (Shakespeare,
1996).
Moreover quantitative research methods have besrewbat discredited
within Disability Studies in the wake of variousrda-scale surveys
conducted in Britain.
Considering that all data collection strategies nmaye strengths and
weaknesses in researching on disability, what ipomant is that the
choice of research methods can be determined biyetbes of the research
participants.

5) The role of experience
Concerning the role of experience it is importantonsider that the use of
personal experience as the only analytical tool“oéscure the collective
nature of disablement as a form of social oppressi®@tone and Priestley,
1996).
Whilst experience may b& necessary starting point”it should not be
viewed as‘an end in itself” (Kelly et al.,1994). Instead, it is crucial that
researcherslocate individual's narratives in the wider socmiltural
context, and explore narratives principally, thougbt exclusively, for
what they tell us about disability and other sowrcef oppression”
(Thomas, 1999).
For example, referring to inequality in educatisalutions must be sought
at various levels. At the macro level through Ilegien, policy and
guidance; at the micro level, because individuatgh staff and pupils can
make significant differences to young people’s divét is at this micro
level that listening to the insider perspectivedymes most important. At
the macro level however, it may be that such adsobave little or no
value (Clifton, 2004).
It is therefore essential when considering the toef experience that
researchers be aware of the struggles disabledepbape been in and still
are involved in their social context. (Barton, 1298
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In particular the personal experience of participas an important source
of information in order to understand the social audltural context, asides
from being a basic principle to be adopted in apss of emancipation.

6) Practical outcomes
This principle highlights the importance that resba findings are
disseminated appropriately, in a variety of formaisorder to allow
practical outcomes to reach those who need todshesl (Ward and Flynn
1994).
It is not enough simply to write academic journdicées or book chapters
to be read by fellow academics and researchergirigs must also be
disseminated widely, in accessible ways requirimgpvative approaches
and using different tools.

The table below shows the main features of ER cite through the
literature reviews conducted, and in relation tee thlitist research

approach:
Main Conventional approaches to Emancipatory approach to
aspects research research

Person’s

role Object of research Co-creator of research

Emancipation through
reciprocity, gain and
empowerment of participants

Observation and abstract

Objective conceptualization

Research is not directly linked Reflexivity at the basis of the
Method to actions (they can be relation between research and

separated) action

Used to provide theoretical Used to change the social
Knowledge basis or academic orientations relation of the research

to be explored productions

Academics and professionals
Beneficiary (producer and beneficiaries of Society in its whole

the knowledge)
Data Use of method that meet the Use of methods determined by
EREWSS goals chosen by researchers the needs of the participants

The experiences of participants
in relation to their social
context

Researchers attempt to be
neutral and value -free

Perspective
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In order to provide a reality for these notiong tiext paragraph proposes
strategies and tools for applying participatory amanancipatory
approaches to research.

The aim is to suggest how to use these approacicesifg on: research
questions, participants’ involvement, level of eeipation and impact on
lives.

4.5 Proposal of strategies and tools for applygnparticipatory and
emancipatory approaches to research

In this paragraph | will tentatively propose stoags and tools for applying
participatory and emancipatory approaches (P&ER&®mnward).

The strategies and tools described are not exlaystlthough the intent
is to provide practical elements, not only theasdtiprinciples and
constructs, in order to contribute to the advaneegnaad implementation
of an inclusive research.

These suggestions are based on the literaturewestmducted on the
theme, mainly articles dealing with experience ireal in developing
countries in the last two decades, having a lotrgelition of participation,
demonstrating that sometimes a developed countrigddearn from others
(Kaner 1996, Pretty 1995 and Krishnaswamy 2004).

Before introducing strategies and tools, | wishrtake a synthesis of the
key elements to take into consideration and hdlyedidopt- in the case of
P&ER, representing the goals of both approaches.

Resuming what was exposed in the previous paragraipthis chapter and
referring to the main authors, a sort of scaléofed including the basic
elements of participatory and emancipatory appresclfior moving
towards an inclusive research.

Recognizing that elements often overlap and is eedy to precisely
respect the order suggested, these are:
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Emancipatory approach

8) Chance social relations of research priolo
7) Participants as co-creator of research

6) Achieve empowerment and development of
capability

RESEARCH

5) Adopt reasonable accommodation for inclusion INCLUSIVE
4 pke focus on processes of capacity building >

3) Encourage self-confidence and self-deitextion

2) Reinforce critical awareness

1)rifGpants as co-researchers (instead of reseprch
subject)

]
I—
Participatory approach /

Figure 22: Scale of the basic elements of participry and emancipatory
approaches for moving towards an inclusive research

The strategies and tools described below are mdkaisan be applied in
both approaches (that differ only for the kind ofts defined), adapted to
different contexts, socio-cultural scenarios argkaech field, as education,
accessibility, employment, ICT and assistive tebtbgyy independent

living, health care, etc.

Considering that appropriate tools need to be designd strategy applied
with sensitivity when working with vulnerable penso

The strategies and tools have been organized irseghaStrategies

mentioned under a particular phase can be usethén different phases of
research, as well as for the tools.
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1) Phase: Definition of the goals of the research

Strategy

Development of an agreement or statement involvin
all the participants in the research (identifiecbtigh

participatory processes). The aim is not providg

details of specific actions of research, but déscri
- Goals

- Research methods for collecting data and anajysir

results
- Values and principles of the participants
- Level of emancipation to be reached

«Q

1”4

Tools

a) Project plan: once the goals of the researcjeqr
are defined it is important to realize a sharedeguto
plan including: the scheduling of tasks, definitioh
timetable, deadline, work packages, etc.

b) Scale of the level of emancipation to be reached

2) Phase: Creation of relationship based on confidenc

Strategy

Creating relationships based on confidence meatr
including three requirements: competence, religbili
and sincerity (that together guarantee confidence).
In accordance with  Krishnaswamy (2004
“developing the research question is not the stayti
point of the participatory research procesaid even
more for the emancipatory.

Creating confidence is necessary before definirg th
research question, becausereating space for
informal communication and regular interaction
amongst research participantsis at the basis of
trust building.

Tools

a) Communication plan for sharing and organizing
the information flow (e.g., mailing lists, exchange
contacts, etc.)

b) Informal meetings

c) Training activities and tutoring processes (if

required)

3) Phase: Definition of a common understanding

Strategy

Once goals and confidence have been creatg
amongst participants, an other phase is to define

a

common understanding, ensuring agreement abo

ut
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the expectations, investment in the process andeact
engagement (avoiding the risk that any one persan
dominates the research process).

Therefore, it is important to facilitate the cappof
participants to take part in the research process.
The strategy consists in: organizing the faciliatof
meetings; to take into account the needs of a
participants when negotiating the common
understanding or the goals of the research.

a) Facilitating meetings: facilitators (that coube
researchers, disabled people, professionals, emfgcat
or family members) should encourage an effectiv
participation in meetings, considering issues sash
the adequate access to information, environment
instruments, as well as the necessary time fq
discussion.

b) Check-list of concepts, ideas, values and pplesi
to be adopted in the research.

c) Memorandum of understanding: that broadly
outlines what the research hopes to accomplists Thi
can represent an overly formal way to define &
collaborative process, providing clarity and hetpto
resolve future conflicts (Krishnaswamy, 2004).

112
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Tools
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4) Phase: Identification of beneficiaries and stakelders needs

Identifying the needs of beneficiaries and
stakeholders guarantees an effective involvemer
They can be representative of different interest$ a
fields (e.g. community members, academid
institutions, local, regional or national authedj
associations, civil society organizations, smaltl an
medium enterprises, etc).

Strategy Due to this heterogeneity it is important to fdaie
their participation in the research, supporting @en
comprehensive identification of needs and relevant
issues.
Enhancing the capacity of different stakeholders tp
mediate, negotiate and represent their interests jin
wider social contexts, in order to have an impatt o
the social relations of research productions.

~+
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Tools

a) Check-list of beneficiaries and interested
stakeholders to be involved

b) Action plan for needs analysis, including: desig
the instruments to collect information, analyzeagat
etc.

¢) Involvement strategy: e.g. adopting a “snowball

method” to find others and define how they will
benefit by participating in the research.

5) Phase: Identification of the research questions

Strategy

Once a common understanding is defined (includin
concepts, values and principles) and the needs

beneficiaries and stakeholders are collected, ifyent
the research questions choosing a series of smlecti
criteria, including: feasibility, usefulness,
transferability,  sustainability, cost-effectiveness
economic impact, time of doing research.

[@ (@]

Tools

a) Template in which to report and prioritize
identified choices or alternatives which must be
addressed (e.g. distinguishing among important ¢
necessary, useful or interesting, etc.)

b) Selected criteria to evaluate potential actianbe
matched with the issues identified. Rating eacloact
for each criterion or issue (e.g. 1, 2, 3 for high
medium and low), it is possible to give to each
potential action a “relative value” or priority
compared to the other actions, allowing to narrow
down a long list of agreed priorities by which
generate one or several research questions.

=

=

6) Phase: evaluation of the emancipation of participan

Strategy

The assumption of this strategy is that increasin
participation and the involvement of participants
never by itself constitutes emancipation, unless arn
until it is disabled people who are controlling the
research as co-creators deciding who should [
involved and how. The emphasis is therefore o
people working together to achieve the goals @
research, leaving time and space to reflect on wh
contribution for the emancipation of persons.

e

— )
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Tools

a) Selection criteria to evaluate the level of
emancipation reached by participants and the chan

of the social relations of research production (hgos
gualitative criteria).

b) Interviews, questionnaires, focus groups, Living

Lab, round tables

7) Phase: dissemination of research outcomes

Strategy

It is composed of different levels of dissemination

and activities, including:

- Web dissemination: identification of relevant

websites (at local, national and international lgve
asking for establishing cross-linking, use of theow

2.0 resources (tagging, google analytics]

followers/following, RSS, etc.) and social network.
- Live dissemination: participation in open megn

conferences, fairs, events targeting professional
educators, disabled people organizations, teache

researchers and relevant stakeholders.
- Other forms of dissemination: articles, papersspg

release to relevant online/offline magazines

reviews, TV and radio programmes, etc.

w

(S,

Tools

a) Dissemination plan
b) Exploitation strategy

In this chapter | have outlined some issues, inggtions and questions
that | consider important in terms of inclusive easch. This is not an
exhaustive analysis nor is it without limitatiotishas been suggested from
the position of a disabled researcher who is cotedhito inclusion in

research. In conclusion | have identified some iogpions in terms of

participation and emancipation in order to providgrounded framework
for the understanding of the suggestions that véllpresented in the next

chapter.
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CHAPTER 5 - Participatory and emancipatory approash supporting
active citizenship and socially innovative actiowghin the civil & human
rights model of disability framework

In order to switch from the theoretical level oétresearch to scenarios of
practical application of the constructs describedhie previous chapters,
the following three hypotheses are presented tothe participatory and
emancipatory approaches with three key conceptthief thesis: active
citizenship, civil and human rights and actionssotial innovation. In
detail:
- To what extent the participatory approach to aese can support
active citizenship for an effective involvementdidabled people?
- To what extent emancipation through researchocatribute to the
affirmation of a civil and human rights model odbility?
- To what extent participatory and emancipatoryrapphes can be
used for the design and implementation of socialgovative
actions?

The initial assumption of this chapter stems fromféection on the slogan
of the disability movementNothing about us without us’(Charlton,
1998)and its possible application in the field of reskar

The slogan, in line with the United Nation Convention the Rights of
Persons with Disability, sheds light on the importance of the involvement
of disabled people as with autonomy, desires, ehaitd control, in all
sectors of life.

This can be achieved not only by monitoring breaduad legislation, but
creating social changes, contributing to the redeproduction and finding
conditions to participate in the development ofiglhcinnovative actions.

This chapter first demonstrates the link betweetigpatory approach and
active citizenship, secondly between emancipatppr@ach and civil and
human rights.

A series of practical examples are provided to stpihe idea of these
connections. In addition a focus on possible ingians within the

framework of the Inclusive education is tentativelyggested.

“0 UN, 2006. Convention on the Rights of persons igability, G.A. Res. 61/106, Dec. 13,
2006
Available at:http://www.un-documents.net/a61r106.htm
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In the last part of the chapter these connectioegpeoposed as seeds for
the growth of projects and prototypes of sociabiation.

It addresses the challenge to impact on processespalicies for an
effective inclusion of disabled people, not onlyigg them voice to gather
information and feedback, but also fostering thegtive role, based on
principles such as reciprocity, self-determinatiomccountability,
empowerment and emancipation, for the advanceniehérinciples and
rights included in the United Nation Conventiontbe Rights of Persons
with Disability.

The purpose is to provide evidence to answer treethesearch questions
highlighted above, finding suggestions in the #tare review and
international documents, proposing as insight theplieation of
participatory and emancipatory approaches to emageauthe support of the
active citizenship, the affirmation of a civil ahdman rights approach to
disability and socially innovative actions.

This means drawing up scenarios in which disabledple can play an
active role in the research field (development wtical consciousness),
adopting the concepts of active citizenship (improent of their lives),
civil and human rights (transformation of fundanardgocietal structures
and relationships), in order to provide advancesent ethical issues and
provide suggestions for innovative solutions.

5.1 Participatory approach and active citizenship

Starting from what highlighted in chapter 4, regagdthe features of
research projects that wish to include disablegleedeatures of particular
relevance for linking active citizenship and papi@tory approach are here
focused on, where both:

a) attempt to promote self-determination and the &hen of the
creativity for the solution of social problems areduction of
barriers (cultural, environmental, attitudinal,.gtc

b) adopt an action orientation, in which the focusois people
contributing to solve practical problems in order generate
practical knowledge;
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C) support participation, empowerment and awarenewipeople of
their own abilities and resources, in particulartheir capability
(Sen, 1999, 2005);

d) involve participants in the entire research processm the
formulation of the problems, the hypothesis to eplhthe
interpretation of the findings, and the planningcofiective actions
based upon them.

On the basis of these features, and consideringdhgibutions of many
authors on this issue, | will try to strengthen idea of a connection
between the participatory approach and the actiigenship in the
disability field.

These features are of particular interest, as prdyeJenny Morris, in the
debate on the meaning of citizenship for disabledpte and the way of
viewing citizenship (Morris, 2005).

I wish to considering self-determination (point & the basic element
through which individuals can “choose”, involvindnet exercise of
autonomy, which in turn refers tthe ability to determine the conditions
of one’s life and to pursue one’s life projectgister, 1997).
Self-determination is therefore used as key aspiewhat it means to be a
free and equal citizen, and dsght to live self-determined lives”
(Wehmeyer, 1998).

Moreover“a person cannot achieve self-determination ifytlexperience
direct or indirect discrimination”(Morris, 2005), as the unequal access to
education and employment opportunities that reptesevident
manifestations of discrimination.

Allowing the participation of disabled people in academic redeaan
represent a way to face this phenomena, providleghents, data and
suggestions about how to reduce discrimination iamgrove access to
education, training, employment and research.

Referring to the action orientation (point b), Merstressed thé&tlisabled
people have emphasised the value of our contributo economic and
social life when we make the case for both antrdisination legislation
and the resources required for a reasonable quatitylife” (Morris,
2005). The author shows the relationship among dbmmunitarian
emphasis on responsibilities and reciprocity, drelissue of the limits to
social rights. However if reciprocity justifies plag responsibilities on
citizens to make a productive contribution to stygié also demands that
those who carry these responsibilities have enoogportunities and
rewards to face these responsibilities.
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This means they need to provide opportunities seaech on themes
emerged directly by the perceived needs of disghegble, to be involved
in research processes from the beginning, witlritiié supports, methods
and tools.

Concerning participation (points ¢ and d), thisaapt is often used when
engaging with the debate on social exclusion aaditght to be included in
mainstream society, removing barriers (culturalciap economical,
attitudinal, environmental, etc.), making possibigsabled people’s
involvement (Santi, 2010).

This participation gives expression to self-detaatipn and provides
opportunity to make contributions, as a basic irdegart of being a
citizen, considered free and open to participatdafinition of needs, the
way to be responded and tools (i.e. assistive tdolyy), shaping the
cultural attitude, social expectations and polltacisions that affect their
lives.

In conclusion, self-determination, action orierdgafi participation and
involvement, if connected with the features of gratory approach to
research can support a full and equal citizenshithbmselves, providing
relevant contributions to research.

In particular avoiding the risk that research cobk implemented and
adopted only if in line with what the governmentipes or programmes
intend. This without subjecting those intentionsssianptions and
frameworks to critical examination, producing fings that can be
justified only by the convenience of the authority.

In this way, maintaining the participation in theefidition of the
framework of research, in the process of action ianthe evaluation of
findings, it could be possible to create bodiegwtlence able to address
challenges, respond to social needs, reducing engergnd existing
barriers to inclusion and active citizenship.

The active role as citizen should be to act aseasgmn” with her/his needs,
desires and expectations at the centre of reseaactipns and
interventions.

And contributing to support the transition from amumon attitude of
considering disabled people as victims of a sthteassivity and patient
care, towards a different attitude based on th@oresbility and the
consciousness of the importance of the involvenmrenesearch projects
not“on” but“with” them (Reason and Heron, 1986).
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5.1.1 Practical examples

This section focuses on examples that show ambitipnocesses and
results aimed at creating favourable conditionsdjoplying participatory
approach, including elements of active citizenshiglisability contexts.
Comprehensive coverage is not claimed, rather ebemmepf practices

presented to show possibilities in a range of cdste

1) Example

This example is provided by the project “ReconmegtiExcluded
Communities and Life Long Learning (RECALL)", stdtin 2009 and
ended in 2012, financed by the Lifelong LearninggPamme - KA3
Multilateral projects.

The project was led by the Nottingham Trent Uniitgrand aimed at
meeting the needs identified from research in waykiith user groups of
people with learning disabilities and their teaskteainers. This research
has shown that on leaving compulsory educationpleewith learning
disabilities, who have previously been providedhwitansport to allow
them to access community activity, suddenly becawreluded from
lifelong learning and community activity because thieir lack of
independent travel skills.

Three modes within the RECALL project were impleteehand tested to
allow the target audience to plan, rehearse and tleeonnect with
learning, employment and other community opporiesitthrough a
personalization of users’ needs.

The Challenge mode used games based on learningaapes and
context awareness to engage users in rehearsifigctimg on and
reinforcing the ways in which they have plannedrtheconnection with
these opportunities. The Usage mode also offeffsdé@lcted learning
opportunities by specifying and personalising they kommunity and
road safety messages that they require to be tedgéy location.
RECALL is an application developed for the Andr@gerating System
and specified in English, Bulgarian, Greek and Ruara

In the UK and Greece RECALL worked with end useyugs of people
with learning disabilities and with Deaf people.Remania with people
with physical disabilities and sensory impairmemtsd in Bulgaria
involved mainly people with mobility impairmentsedting and piloting
of the products measured the performance agaimsedgndicators to
ensure that these met the objectives of increasidgpendence and
inclusion for the target groups and of reconnecéirguded learners back
to their communities and lifelong learning oppoities.

Using a participatory design approach one of thénnmapacts of the
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project has had on the beneficiaries targeted @as to contribute greatly
in reinforcing the contribution of lifelong learmjnto active citizenship
and personal fulfilment; to supporting the develepinof innovative
ICT-based content; to increased participation feldng learning by
people with special needs.

(Available at:http://recall-project.eu/aboiit/

2) Example

Another example of the participation applied toivetcitizenship in a
context of disability is represented by the actitezenship movement in
Palestine through the role of community based réitetton projects
(CBR henceforward).

In this country the economic and political condisomake the situation
difficult and create additional problems and poyehlt has been widely
argued that community based programmes offer ceraite advantages
to the classical institutional forms of health amthabilitation services
delivery (Giacaman, 2001). With about 10 years @&pegience in
operating CBR for disabled people, the Palestiggperience points to
potentially serious problems relating to the cotioep and
operationalization of such programmes in real $iwations. But when
the projects are operated holistically in the ceintd social movements
existing with a broader democratic agenda engadiffgrent groups -
including a disability movement - as is currentiitihg place in Palestine,
these can also turn into a mobilizing force for guxial rights of all
excluded groups.

According to Nilsson & Qutteina (2005), these petgehave empowered
individuals and parents on various aspects of aatitizenship, such as
improved basic daily living skills and coping mentsans, reduced
stigma and isolation and increased social includiomaddition, people in
special needs are more respected in their fanalieshave become more
visible and more vocal (Alevriadou & Lang, 2011).

3) Example

This example is provided by the project “DISCITtaded in 2013 and
financed by the 7° Framework Programme. It aimsptoduce new
knowledge enabling European countries and the EampUnion to

achieve full and effective participation of persomih disabilities in

society and the economy. In investigating the doeiad political

conditions for making such participation a realitlye project adopts a
multifaceted understanding of active citizenship ojgerationalise the
notion of “full and effective participation” in theN Convention on the
Rights of Persons with Disabilities.

Adopting a multilevel and institutional perspectivieISCIT examines
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how different types of policies can be mutually poive in enhancing
active citizenship for persons with disabilities.

(Available athttp://www.discit.ell

5.1.2 Focusing on participation, active citizenshipand inclusive
approach

Active citizenship is closely connected to equahts in society, and
according to Kjellberg (2002), three elements aokuded in citizenship:

1) civil citizenship:is based on the idea that each person is equal
before the law. It is comprised of personal intisgrireedom of
speech, religious liberty, freedom of thought agtitrto property;

2) political citizenship:includes the right to vote in elections and the
possibility of being elected to positions of trust;

3) social citizenship:covers the principle of welfare for all, which
covers each human being’s rights to a secure edonsitnation
and the right to education, social service, heatdre and
participation (Marshall, 1964). All people with dtslities should
receive the support they need within the ordinarycsures of
education, health, employment and social servie@ghin the
human rights framework.

All these three elements make the model of actitizeaship “the most
important paradigm within the settings for disableelople” (Alevriadou,
A. & Lang, L. 2011), whose objective is a full panpation in society. This
model is based on: quality of life, emancipatiamp®ort and coaching and
empowerment (Cappelle, Le Roy & Verkest, 2008; Gamnep, 1997):

- Quality of life refers to the possibility of people to plan, avga and
guide their life in all areas. The focus is on timplementation and
the complementary of specific supports in order determine
physical, psychological and functional well-being.

- Emancipation focuses on the optimisation of the individual's
development and his/her equal position within iheety.

- Support and coachingefers to the implementation of methods (e.g.,
coaching) and strategies of development, functmgnell being of
the disabled people. These objectives can be rdabiieoffering
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support in different ways by social networks, organizations and
additionally by the professional and services.

- Empowerment aspects of the quality of life, emancipation and
support are integrated into empowerment, this plewian improved
possibility of a person to succeed. Believing ine®rcapabilities
offers power and energy in becoming conscious efsituation and
the need for social rights. It also permits thesparto communicate,
participate, to live, to work and to spend freedtiwith others and to
move within a broader society.

At a personal level, empowerment refers to the ecdrment of self-esteem
and self-confidence, feelings of control and of owgone’s own life, self-
efficacy, a sense of coherence (Van Houten & Ja@fi3b).

At community level, it includes participation inrmamunity activities; the
increase of a sense of belonging and the construaf a common
identity.

It can also support the creation of social netwakd self-organisations;
including the enhancement of problem-solving cdpses as a
“‘community competence{Alevriadou, A. & Lang, L. 2011).

As argued by Alevriadou and Lang, at this levelvactitizenship and
Inclusive education can help disabled studentsetstibng participants in
personal empowerment, characterized by collecticdora to create
changes at educational, formative, societal anitiqzdllevel.

All these constitute active citizenship and, acoadwith Reiter and
Schalock (2008), for disabled people it isshift from dependence and
passiveness to autonomy, self-awareness, andissttidn”.

Autonomy, self-awareness, and self-direction argo aliewed by the
authors as three steps for the enhancement oferc#igp education,
including:

- Social education the capacity to be involved in meaningful
interpersonal relationships, free choice, the rsgttif goals, planning
of the actions and evaluation of the outcomes.

- Career educationthe ability to develop specific vocational skills
according to personal capabilities, to enhancenish to be engaged
in productive and creative life.

- Independent livingthe possibility to live an autonomous life.
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The success of the acquisition of active citizemghi expressed both at
person level, through an enhanced sense of sethwaelf-confidence and
social skills.

At social and educational levels, as a paradigifbh sbm a medical model
of approach to a social one based on civil and Inurggts.

The link between active citizenship and inclusidei@tion is represented
by their common roots ifthe same earth”(Alevriadou, A. & Lang, L.
2011).

These roots are values including: community, equigntitlement,
inclusion, variation and participation. The samgles represented by the
gradual affirmation of rights. Firstly civil righnd then human rights and
a way to understand people with difficulties, tyito find innovative
solutions to meet their needs, coming from persirestly involved in the
educational processes.

Considering that if the goal for citizenship education is to educate
Europeans that are capable of participating in amberatic society, the
most fundamental measure is to give pupils oppdrasnto practice
participation in democratic dialogues. It seemsttladl teachers, in all
lessons, must offer all pupils a horizontal clagsno dialogue”
(Sandstrom, Kjellin & Stier, 2008, pp. 49).

In this sense preparation for citizenship skillsd aoompetences for
disabled students should be an explicit part ofusigce education, and
more widely of the formal education system, frora-pchool to university
level and beyond, as part of adult education detbhg learning.

Although active citizenship sometimes seems to eotmate on an
individual developing approach whilst inclusive edtion contrariwise
uses a more holistic approach, what is importartbiput emphasis on
disabled students as currently active citizensiaraction with each other,
with adults and with the community.

Whereby it would be desirable that all the actagencies and aspects of
education should be aware th&titizenship is best learnt through
experience and interaction with others, as incleseducation imposes”
(Alevriadou, A. & Lang, L. 2011).

This could allow the educational system to provide opportunity for
teachers, educators, school administrators, stedert families to develop
an environment that reflects societal ideals as al@gu without
discrimination (Pivik, Mccomas & Laflamme, 2002).

Education as citizenship would challenge the scheffectiveness
paradigm, implying educational change and requiihgo assume a

155



complimentary paradigm of student’s social inclas{gdwards, & Usher,

2000).

According to these authors it could very interegtamd useful to promote
the need for further research in this field, inesrtb analyze and support
the relations between active citizenship and inetusducation.

5.2 Emancipatory approach and civil and human ghts

In this paragraph | will try, tentatively, to expéo the emancipatory
approach to research showing the links with thé aivd human rights and
the oppression that disabled people currently éxpee in their lives.

The participatory research approach, together with model of active
citizenship, help disabled people to fulfil selftelenination, responsibility
and patrticipation in the community.

Emancipatory research (ER henceforward) insteadmizre strictly
connected with a different understanding of disghiks indicated by the
civil and human rights approach to disability thatuses on the problems
of lack of rights (Lawson, 2006).

In this brief dissertation on the theme | decideddcus on the discourse
concerning civil and human rights.

An individual enjoys civil rights by virtue of c#enship and they are
aimed at providing an equal treatment.

An individual enjoys Human rights by virtue of bgihuman and they are
aimed at providing equal opportunity and partidipafor all.

Although they represent two different models, ey are assumed to be
an unique framework in which civil rights and humaights are
guaranteed.

In this unique framework disability is viewed na& @ medical entity or an
individual problem, but as a rights issue.

In this view ER is not only an approach, but rathart of the struggle of
disabled people to have their rights recognizech wiference to the
control of decision-making and the research prasedbat shape their
lives.

Although participatory research may give support this model of
disability, it is not inherently associated with it
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In ER the processes and outcomes are part of lleeation of disabled
people and of the change of society to ensure thkérights.

Historically, society viewed persons with disalekt through a medical
model that considered “handicapped” individualsnasurally excluded
from mainstream culture.

Due to this model disabled persons have been sigsiynexcluded from
social opportunities, including to participatimgthe definition of their life
project and emancipation from oppression and ekarius

In the 1960s this model was replaced by the soctalel of disability that
became the dominant theme advanced by the digabditts movement
(for a more detailed chronology on the developnodrihese models refer
to chapter 2).

In the 1970s and 1980s the American disability tegtroponents viewed
discriminatory attitudes toward disabled citizerssthe key obstacle to
social inclusion and started to propose a civihtsgapproach to disability
for challenging and removing barriers which prevadisabled people from
living full and active lives.

These barriers are many and can lead to institaitidiscrimination, such
as: the construction of buildings that are not asitd#e by disabled people,
information provided in ways that disabled peogarmt use, attitudes and
stereotypes that prevent from having the same oppites as non-
disabled people (Russell, 2002 and Waddington 8eDiR002).

Their most significant result was in the 1990 viltle promulgation of the
Americans Disabilities Act (ADA henceforward), prbiing disability
based discrimination.

As an exemplar of the social model, the ADA hayegdiaa leading role in
developing disability law outside the United Stat&®e ADA entitles
people with disabilities to be treated equallylte general population. But
although civil rights are directed at ensuring eédu@atment, they don’t
guarantee equal opportunity and a full social isido.

To remedy the limitations of the disability civiights approach, | have
decided to also refer to the Human Rights apprdacHisability. This

approach moves beyond the social model’s emphadisrmal equality by
acknowledging that disabled persons are entitledquaality by virtue of

their equal humanity, not because they satisfystéi®e norms (Stein &
Stein, 2007). Under this approach, all individualgh disabilities are
entitled to civil rights measures combined with @&gopportunity, as
argued by the UN Disability Rights Convention.
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In this paragraph | wish to consider both civil amgman rights as the
basic elements of the model of reference in adoirgss$isability, for the
following reasons:

1) Human rights are aimed at creating equal oppostuhiit this does
not necessarily imply an equal treatment as pravigecivil rights,
and vice versa.

2) While human rights are basic rights inherent witinthb and
considered universal, as humanity i&imeless entity based upon
appeals to reasons and absolute trutfVckenzie & Macleod,
2012). Civil rights are related to the creation dandctioning of
society (Tharoor, 2001) and, for this reason, loemesidered more
realistic in achieving them. Civil rights deriveoin the Latin
translation of ius civis (rights of citizens), aate inspired by the
14" Amendment to the American Constitution athe" rights
belonging to an individual by virtue of citizenship For this
reason are here regarded as indivisible from aicgaatory
approach and active citizenship.

3) Examples of civil rights are freedom of speqmiess, and assembly;
the right to vote; the right to equality in pubjitaces. Violations of
civil rights occur in instances of discriminationgaanst an
individual solely based on a person’s race, sekgioa, age,
physical limitation, national origin, and in sommestances, even
sexual preference. These rights include a clasgighits and
freedoms that protect individuals from unwarrantgm/ernment
actions and ensure one’s ability to participateiul and political
affairs without discrimination or repression.

Human rights include: the right to life, teeédom, the pursuit of
happiness, to be free from prejudice on the basiaae, gender,
national origin, color, age or sex. To be free frelawery, to freely
associate with whomever you like and to join growbswhich
you'd like to be a part, freedom of thought and tight not to be
prosecuted for ones thoughts. All these rights rhastonsidered in
addition to civil rights, in order to promote anuedjinclusion for
all persons in an evolving society.

This framework requires the participation of peopléh disabilities in the
process of societal reconstruction, so that they assert their rights in
responding to their needs fostering their emanicpat

41 Available at: http://www.usconstitution.net/constamnotes.html
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For this suggestion | have also considered whath@srpointed out, that it
is “the availability of political and civil rights whih give people the
opportunity to draw attention to their needs andl&mmand action from the
government”(Sen, 1999Db).

Whereby, linking the emancipation to the notiorcimil and human rights
could be a possible way to strengthen the roleisdhbded people in the
definition of needs and the consequent actionsdetithem.

The adoption of these rights is strictly connediedhe concept of active
citizenship described in the previous paragraphthadole played by the
participatory approach.

Summarizing the main differences and charactesisticHuman and Civil
rights:

Human rights

Civil rights

Provide citizens with equal
opportunities

Provide citizens with equal
treatment

Are those rights that an
individual enjoys because of
being human

Are rights that an individual
enjoys by virtue of citizenship
and being a member of society

Are universal

Are contextual

No government body, group or
person can deprive human rights
to an individual

Protect the individual from
discrimination and unjustifiable
action by others, government or
any organization

Are considered a universal right

Are related to the constitution of
each country

Do not change from one country
to another

Differ from one nation to another

Are universally accepted rights
regardless of nationality, religion
and ethnicity

Fall within the limits of a
country’s law, and pertain to the
social, cultural, religious and
traditional standards, and other
aspects

From this point of view, civil and human rightspiy the citizen’s ability
to fully participate in the social, academic, itgional and political life of
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the state without discrimination regardless of kiigg, gender, religion,
race, national background, age or sexual oriemtatio

In this sense through the adoption of a civil andhln rights dimension
disabled people can became active subjects andpasgive objects,
participants in driving research that should atter understand the
significance of events, not only their causes.

In this way researchers and the researched cammbeagents of change,
mutually enriching and capable of developing ddéfdr scenarios and
innovative solutions.

Quoting the Hampshire Centre for Integrated Livirigs only the disabled
person who can satisfactorily define his or her dseen terms of the
enabling of equal opportunity(HCIL, 1990), that means to apply the right
to inclusion and patrticipation in society on eqteaims with others, as-n
academic research.

It's also interesting to noticdor example, that the United States made a
significant contribution to protect the rights afqple with disabilities by
enacting laws or policies primarily in educatiordasivil rights (Stein &
Stein, 2007).

The ER approach could represent not only a seeafnical procedures,
rather a process for the demystification of exgsioheological, cultural and
political structures, as it has been for Black BPeopnd Women
movements (Maguire, 1987).

Notwithstanding some differences, the alignmenthwither oppressed
groups has allowed disabled people to draw on xpereence of feminist
(Goodley, 2004) and anti-racist theorists in margas, such as research.
This provides the possibility to act with an actik@e in approaching
social needs, in finding innovative solutions andhe attempt to reduce
barriers to equal opportunities, fevery individual to fully participate in
democracy and citizenship.

The civil and human rights approach finds the cawdalisability in social
terms that reflect on the cultural attitude towaidhts problems.

What is stated here is to suggest ways to su@mbinte citizenship and
develop innovative solutions through the partidgatind emancipation.
The integrating theme running through this appiccabf a participatory
and emancipatory approaches finds its transformatum in facing
disability as civil and human rights problem, irder to find innovative
solutions to respond to different claims as equtyality and accessibility
(Mckenzie & Macleod, 2012).
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The focal point is to locate the ER approach whbeeperson finds the
right conditions to contribute what he/she isedol, hopefully not only in
the field of research.

This thought is also based on the concept of ezgié and the possibility
to find the right and reasonable accommodatiorrdeioto foster an active
involvement of persons and an effective particigrati

From this perspective the role of the researchéefwnon-disabled) is to
facilitate these goals, through participation aimead contributing to
individual, collective and social empowerment anthacipation, because
as Barnes has arguetemancipatory disability research is not about
biology but about commitment and researchers (with without
impairments) putting their knowledge and skillgha disposal of disabled
people and their organisations, and the generatam production of
accessible and useable knowledgBarnes, 1992).

This also implies the theme of accountability, & k®mponent of the
emancipatory research approach, not only for tiseareher but also for
the disability community and its representation.

Referring to this issue, it is important to menttbe contributions of Mark
Priestley and Lisa Waddington concerning the newarities for disability
research in Europe.

These authors put the emphasis on the fundameatal played by
Disabled People Organizationas*active partners in research rather than
the recipients of scientific knowledg@riestley et al, 2010a).

This theme, already faced in some projects sudhe®ritish Council of
Disabled People’s discrimination project (Barne891) and the more
recent Creating Independent Future project (Baetedl, 2000), is mostly
concerned with the creation of the right environtaboonditions to allow
inclusion, because there are a lot of challengesnaking research
inclusive and accountable to disabled people, asnkiance the barriers
disabled people face when attending meetingseogtfality of assistance
provided and the way in which research projects run

The concept of inclusion is part of a broader cald human rights
approach which supports the view thany kind of segregation is
ethically wrong” (Alevriadou & Lang, 2011), an ethical issue thratdlves
personal rights and society will recognize theghts in an effective way.
This perspective also emphasizes the principlesthef International
Classification of Functioning Disability and Healttvhich covers: the
person, the bio-psycho-social model, the considgerabf contextual
factors, the relational perspective, the qualitypafcesses and systems of
education, the participation in social life.
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The latter principle is of particular interest adsi strictly related to the
concepts of inclusion, because, as statedSkginback and Stainback
(1990) “inclusion is a basic right that no one should eagovernments
and communities need to remove barriers and obesadb social
inclusion, with adequate resources and support teate inclusive
environments’

The key questions for the call for evidence whicis paragraph has tried
to answer started from a civil and human rightsreagh to disability to
suggest a new trajectory of inclusive researchubing on participatory
and emancipatory approaches, aimed at supportiinggadtizenship and
socially innovative actions, producing more usedotl relevant research
results for people and society.

This trajectory needs to be understood as a prpagasiser than an
outcome, to find a sort of common denominator focialy innovative
practices.

Practices should be designed and approached thrangimvestigation
together“with” disabled people rather thdan” them, considering the
social relations of research production as cruasakects.

Assuming that civil and human rights are a pre-igtgiof inclusion and
what Oliver argues disabled people have increasingly analysed their
segregation, inequality and poverty in terms ofcdmination and
oppression, research has been seen as part ofrtt#emn rather than as
part of the solution”(Oliver, 1987), it is therefore necessary thaseexch
becomes part of the solution, avoiding the risk sefgregation and
exclusion, offering equality, opportunities andiaeiparticipation.
Accordant with Oliver's scheme (1992), | have a extichew section,
including the themes presented above, (inside éisbet box) as trajectory
of inclusive research, in order to systematize epteand approaches in a
framework of reference already known:
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— Disability as : : \
Positivist Engineering
paradigm an individual model
l problem l
Interpretive Disability as Enlightenment
aradigm . > model
P g a social problem
Emancipatory Disability as Policy as
aradigm — > struggle
P 9 a political Hgg
problem
|
| Participatory & Disability as Active citizenship
j | Emancipatory aciviland huma & .
I paradigm rights problem Social Innovation
: actions
|
|

Figure 23: New trajectory of inclusive research

Oliver's scheme

on social research

and social policy
(1992)

New
trajectory of

> inclusive

research
(2013

In order to gain more impact and possibly find wave solutions for

concrete changes at political, economic,

legistatiattitudinal and

behavioural levels, it is important to focus on ttesign of projects
characterized by accountability and involvement di$abled people,
disabled people organizations, disabled researemetsion.
Projects aimed at implementing positive practicesl grototypes of
socially innovative solutions, such as new produsexvices, models,

markets, processes and environments, that simolishe meet

social
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needs, leading to improved capabilities and ratatips, with an
improved use of assets and resources.

Finally, | believe a lot of the fundamental prifeip within the
participatory and emancipatory approaches are aftjgal use to those
concerned, as well as to research, which needsassame a different
theoretical paradigm of reference, based on ppdi©gn and
emancipation.

In this way, if the civil and human rights modeés to reduce barriers, the
paradigm suggested could be used to re-think adwddsigned and
realized without barriers to disability.

5.2.1 Practical examples

Two projects in which the emancipatory approachtmewil and human

rights are reported in the following examples.

The first characterized by the use of Living Labgshapter 3), method
particularly adapted for fostering the emancipation

The second example concerns the issue of educatidnemancipation,
addressed through a research project connectdtetaght of preventing

discrimination based on a person’s race, sex, iogljgage, physical

limitation and national origin.

1) Example

This example refers to the “TOBI” project - an Epean integrated
project started in 2008 and ended in 2013, finanogdhe 7°

Framework Programme - which developed practicdirtetogy for

brain-computer interaction (BCI) for improving tl@ality of life

of disabled people and the effectiveness of rehatdn throught
the establishment of Living Labs.

(Available at:http://www.tobi-project.org/

2) Example

This example refers to the experience of the rebearoject
“Education and Emancipation”, realized by the Ceriar Critical
Research on Race and Identity, located at the Whitye of
KwaZulu-Natal (South Africa).
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This project is embarking on three sub projectscivhare to be
executed over a 5 year period and which are furtealigh a
major grant from the Department of Higher Educatiand
Training. The purpose of the research is to cokxisting research
and to generate new data that can enable the Degarand other
Higher Education Institutions to act more effectjvi@ attending to
the broad concerns of access, throughput, socibéston and
discrimination.

Of particular relevance for the aim of this parggras the third
sub-project that aims to collate existing researohthe obstacles
confronting members of certain social groups andpamticular
women and black students. The evaluative audh@fésearch will
focus on the individuals and units undertaking suark which
would form the basis on which the Department camtidy gaps in
the knowledge base for effective policy formulatioand
commission of research specific to such gaps.

As a suggestion, a similar project could be desigoestudying
obstacles, concerns of access, social cohesianmjrdisation and
emancipation of disabled people in the contexisdofcation and
employment.

(Available at:
http://ccrri.ukzn.ac.za/index.php?option=com cot&erew=articl
e&id=293&Itemid=10008}R
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5.2.2 Focusing on emancipation, rights and ihgsive approach

This short paragraph tries to focus on the relatign between
emancipation, rights and education. The main astsangpfor the linkage
of these concepts are that education should fodesnocracy and
enlightenment.

The relationship between democracy and emancipaaonbe seen in the
application of civil and human rights.

While considering that - emancipation has also stohcal educational
link to enlightenment, as exemplified in the work lonmanuel Kant
(Bingham, 2010), | am tentatively trying to makeat of syllogism by
which to affirm that enlightenment on rights to beached includes
emancipation that is primarily possible througheation, in particular an
Inclusive education.

The choice of considering Inclusive education asfthmework in which
to put into the relation so many different conedpys in the fact that it is
addressed to the equality of human beings, emlgaaiso the human
rights and democratic principles.

Moreover, it is important to highlight how througe lens of inclusion,
being educated does not mean only attending séboalnumber of years,
rather it means being provided with the instrumewotsunderstand the
world and the society in which one lives and acts.

This understanding could be the premise for in@@amwvareness about
equality of treatment (Civil Rights) and opportynfHuman Rights), that
are the basis of an educational process aimeddatrwmancipation for all.
If it is true that‘democratic interaction can reconfigusehe social order”
(Bingham, 2010), is also certainly known that thestf democratic
interactions take place in school.

Consequently educating children about equalityragtds could help to re-
found the social order with a view to a greatefuson and emancipation,
as Jacques Ranciére’s lesson shows ‘tinatre cannot be a method of
education that does not partake in the explanatwder of society”.

The school historically represents a method fonding people to became
emancipated, in this sense emancipation is reflesteand reflects the
form of school.

This was noted by Bingham in the discourse of Raegi that
emancipation can b&achieved through the process of schooling, ané, th
process of schooling can be seen to carry the agssons of
emancipation”.
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5.3 Participatory and emancipatory approaches forle design of socially
innovative actions of inclusion

In line with International and European documettis, idea supported in
this paragraph is to adopt the participatory andresipatory approaches as
a set of strategies and tools that can supporadoetion of a model based
on the attempt to address disability problems thhosocially innovative
actions.

Problems that could be addressed also through pipécation of the
concept of the active citizenship (UNESCO, 199B)order to enhance
autonomy, accessibility and inclusion (Oliver & Bas, 2010 and 2012).

If 1 wish to re-interpret the suggestion of Zarboab the difference
between participatory and emancipatory researchn Isee the former as a
pre-requisite to the latter.

Furthermore, if | compare them with the relatiopsiietween active
citizenship, social innovation and inclusion, | cae the former as a pre-
condition for developing action of social innovatjdoth concepts aimed
at facing civil and human rights issues.

Once | have adopted the participatory approachsémtaining an active
citizenship model, I may consider the emancipat@agproach for
sustaining socially innovative actions of inclusion

The next step could be to provide evidence for asime practical
application of these approaches. These could dafitiens able to respond
to social needs highlighted by disabled people &nshbled People
Organizations in an innovative way, as tested lgyrésult of Priestley’s
research, wherettie findings show that DPOs in Europe have clear
priorities about the kinds of new knowledge andiration that would be
of public benefit(Priestley et all, 2010a).

Taking into consideration what Mike Oliver suggeatout“the way to
produce unalienated research is to change the $oelations of research
production” (Oliver, 1992), this paragraph attempts to créiates with
the principles of social innovation (SI hencefordjartthat is based on the
transformation of social relations.

Sl refers to innovations that are social in botéirtends and their means
“specifically, we define social innovations as niel@as (products, services
and models) that simultaneously meet social needsq effectively than
alternatives) and create new social relationshipscollaborations. They
are innovations that are not only good for sociéyt also enhance
society’s capacity to act{EC, BEPA 2011).
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In this framework, social and material relationshgs research production
could change, in particular if this challenge isd@d$sed through the
participation and involvement in the design of imative practices and
actions. Following this line, research could gameager transformative
potential (Zarb, 1992) and produce effective enyaatan.

In order to avoid what Oliver has considered asfailare of feminist and
third world research to effect practical changat ik ‘to what can only be
called the social relations of research productibat the failures of such
research can be attributed, and indeed, it is testhvery social relations
that attention must be focused if research, in ebat area, is to become
more useful and relevant in the future than it baen in the past{Oliver,
1992).

It seems that it is necessary to tie the sociahticels with research
production on the basis of what could be innovation a barrier free
society. In this way it could be possible to ansaevide range of needs,
directly addressed by disabled people primarilyodigh participation.
Once positive practices of Sl in tackling sociakds are developed, they
should be explored in order to understand whethey tould be scaled up
in other contexts and countries.

Moreover the core elements of SI — namely, novalhgnging of focus
from ideas to implementation, effectiveness, meesocial needs and
enhancing society’s capacity to produce - togethi¢h the PR and ER
approaches, could bring about scenarios, in whiehdsue of the rights is
addressed from different perspectives.

In this way features of SI can be linked to chasastics of these
approaches, such as: openness and collaboratien,githssroots and
bottom-up approach, co-production, mutualism, treation of new roles
and relationships with a better use of resourdesdevelopment of assets
and capabilities (Caulier-Grice et all, 2012).

The unifying theme running through this applicatiehconcepts is that
active citizenship and social innovation have a am objective in facing
disability as a rights problem, in order to findangolutions which respond
to different requests such as equality, inclusiomd aaccessibility
(Mckenzie & Macleod, 2012).

It is in this sense that participatory and emartoigeapproaches applied to
research should move within a rights analysis aadubed to design
socially innovative actions, in order to avoid mggion into“mere
description or observation, providing only supagianformation” (Stone,
2006).
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In order to address these issues, what is suggestedipply participatory
and emancipatory approaches to research that sardicantly enhance
the quality of lives of disabled people. If contriltons resulting from the
application of these approaches to theoretic rebedeads to the
implementation of innovative ideas or prototypese ttask could be
fulfilled with evident benefits, i.e.:
a) local dimension and more effective representation;
b) greater accountability;
c) faster processing in order to address social neads produce
changes;
d) new ways of producing research;
e) participation in the development of projects frdme earliest stages
of design;
f) greater empowerment, emancipation and reflexivity.

Considering the benefits highlighted and matching telationships of
research production with the concept of social wation, the result could
contribute  most notably to produce new solutionsd aequalise
relationships between researchers (disabled oramat)participants.

This can certainly be done through training, edocaand research, that
represent relevant opportunities to improve thasieec-making skills and
self-assurance of disabled people. In this wayrdseilting practices or
actions could go beyond compensating the disadgastathrough the
development of products, services and environmeetpanding and
ensuring the capacity to choose individually antdectively (Sen, 1999
and 2005).

These choices do not concern only basic needs asiakating, healing,
educating, but also the inclusion, accessibilitgeflom and rights related
to all dimensions of life.

Taking into account the common features of the adoannovation
(reported in a document realized in the framewdrKBPSIE project), |
will try to link these features with the researgbp@ach based on the
principles of participation and emancipation.

To put in relation the characteristics of what mvadays named social
innovation with participatory and emancipatory aygmhes to research has
the precise purpose of founding and supporting ithea that these
approaches are particularly useful for the desifrsazially innovative
actions.

42 Available at:http://www.tepsie.eu/
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The features of the Sl are as follows:
a) Cross-sectoral
b) Open and collaborative
c) Grassroots and bottom-up
d) Co-production
e) Mutualism
f) Creates new roles and relationships
g) Better use of assets and resources
h) Develops assets and capabilities

The linking between the features of the S| and igpdtory and
emancipatory approaches is described b&ow

a) Cross-sectoral

This feature of Sl refers to its nature of cuttiagross many sectors,
involving participants working together from difésnt fields, such as
education, businesses, civil organisations, puldigthorities, social
enterprises and foundations. This heterogenic &spesso presented in
participatory and emancipatory approaches thawifectly applied in the
field of disability (but also for ageing) requireet involvement of experts
and professionals of different sectors. An examdeprovided by
researches in the field of Information and Commainoe Technology and
Assistive Technology in which engineers, informgtiacademics, experts
of education and training processes, disabled peapd their families play
an important role, whose involvement can assunferdiit values, starting
from simple participation until self-determinatioempowerment and
emancipation.

b) Open and collaborative

Social innovations are often inclusive and engagéde range of actors.
This thanks to information and communication tedbges that have
allowed and enabled people to collaborate togetheew ways. This open
and collaborative form of online collaboration him$eresting aspects.
Examples come from many different sectors, as opeaurce houses or
open educational resources. This characteristialse required in the
participatory and emancipatory approaches, eseciél applied to

research, that for example could foreseen the wawoént of persons
though with difficult in moving from home to thegae of research. In this

3 These points are adapted from: TEPSIE project (R0D2fining Social Innovation.
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sense some examples in the field of Independenng.ihave showed
evidence of the need of organizing the researchvigirgg reasonable
accommodation in terms of reduction of barriersatticould be
environmental, cultural, attitudinal, social or itiohl.

c) Grassroots and bottom-up

Social innovations are “bottom-up”, “grassrootsdalized at local level
and connected by networks. These features canbalsound in research
projects based on principles of participation angharcipation. In

particular bottom-up processes in the identificatiof needs, research
guestions and possible solutions. Such as foraatifes of local level and
network connection, that could represent a resouatieer than a limit

when the achievements of a research project amhedain a specific
context and designed to be flexible, adaptable tamadsferable to other
contexts.

d) Co-production
The boundaries between producers and consumeiscieasingly being
blurred, as users have become producer$praisumers”(Toffler, 1984),
that in a social field means a shift from the cqtiom of individuals as
passive recipients of services to one that forefiesis involvement. The
same is what happens for the shift from a medigad tsocial model of
disability, and as suggested here, reinforced bycthil and human rights
approach where people are not only active, but aklb-determined,
empowered and emancipated.
The core idea of co-production is that people canelsources and thato
service that ignores this resource can be effiCiéBoyle & Harris 2009).
The same aspect is present in the participatory andhncipatory
approaches, where co-researchers go beyond theofdeagagement or
consultation, assuming an active responsibilitpanticipating and trying
to reach the emancipation.
An example is provided by the research in the field Assistive
Technology where the collaboration between expadsearchers and
disabled people (researcher or not) guaranteesfficacy and usability of
the technological products.

e) Mutualism
The notion of mutualism is based on the assumgtiah‘individual and
collective well-being is obtainable only by mutdapendence’(Kellner,
1998), and although this feature is more applicableontexts of social
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and health care, it can also be taken into acdauhe field of research, in
particular when applying the participatory and eoigatory approaches.

f) Creates new roles and relationships

Social innovations can be identified by the newetgb social relationships
they create, as new forms of governance, collalveraction, improving
the inclusion and participation of marginalised andnerable groups,
since“enabling users to become producers, or patientbéoome carers,
or students to become teache(€aulier-Grice et all, 2012).

This feature is perfectly in line with what foresely participatory and
emancipatory approaches, by which emancipatios r@ached through
the changing of social relations of research’s potidn and the role
played by different participants. Especially for -researchers that,
assuming new roles often enhance their capabjligspowering and
enabling to better satisfy their needs.

g) Better use of assets and resources
The better use of assets and resources is a faaftureocial innovation,
especially when under-used, not used at alllaient” (Caulier-Grice et
all, 2012) as the knowledge, competencies andioakthat communities
have at their disposal, or in case of materialsogibles resources such as
finance, sponsorships, spaces, buildings, etc. ¢haacteristic, beyond
being a useful approach in a period of economisigris included in the
participatory and emancipatory approaches. It dao be translated into
practice through tools and methods. An exampleasiged by the Design
for All in the re-use and adaptation of buildingsdaenvironments (see
chapter 3) or by the case of the High Line in Newrk’ where an
abandoned railway line has been turned into a pyairk.

h) Develops assets and capabilities

The last - feature of Sl consists in, among othéirs,aim of developing
the capabilities of beneficiaries, enabling themmnteet their own needs
which in the case of research about disabilitytiferfield of the elderly), is
an explicit aim of the participatory and emancipatapproaches. The
development of capabilities highlights the impocdarof human agency
and advocates participation, considering peopleadwe, creative, and
able to act on behalf of their desires, aspiratemms possibilities. This is in
compliance with the civil and human rights approach disability

suggested in the previous paragraph, charactebigethe shift from a
situation of passivity, sickness and patient came at new one of
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commitment in the elaboration of ones own life pobg and innovative
solutions.

The linking of social innovation and participatognd emancipatory
approaches is aimed at providing a suggestion coimge how to face
social change from the perspective of disabled lgelopng in an evolving
society. Social change for disabled people meaasgghwhich is based on
the recognition that they are limited by the basithat society creates,
rather than by their impairments. Therefore inportant to stress the role
of society, culture, education, research and agsrfor making the lives of
disabled people better, giving them greater chaice control, enabling
them to participate equally in society and modglkocial change.

This implies a radical transformation that ensutleat society treats
disabled people as full and equal citizens (civights) through
involvement and participation; aiming to strengthpromote and protect
equality (human rights), through emancipation. Dikiy is the inequality
that people with impairments experience as a resultliscrimination,
inaccessible environments and a lack of resourcagport and
opportunities. This causes poverty and social iswla that is proposed
here to be addressed using approaches based ocippsidin and
emancipation that reflect the same aims of soni@vation. The first one
of these aims is represented by attempting to duoesiung radically
different for the purpose of promoting social jastiln this way innovation
should not only improve the lives of disabled pegfut also model and
promote social change and emancipation.

Referring these premises, finally I'd like to suggéour principles for
innovative interventions:

1) Innovative interventions should improve the $vef disabled people
and their families, providing opportunities for gter choice and
control. This should lead to greater participatiorsocial changes and
the design of services, products and environmeesponding to what
persons want or desire, rather than others assuthisgn the behalf
of disabled people .

2) Innovative interventions should build on and elep the capabilities
of disabled people, enabling them to: participateequal members of
society (that means active citizenship and ciwjhts); have equal
opportunity to live the lives they choose (that me&uman rights);
strengthen their social relationships, permittirggipve contributions
to meeting their own needs and those of otherst (thaeans to
participate and become emancipated).
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3) Innovative interventions should encourage dedlpeople to bring
about change for themselves and their communitiesyg developed
and led by themselves and their organisations.

4) Innovative interventions should adopt an origatatowards the design
of services, products and environments based oketheoncept of the
Design for All, respecting the human diversity irp@spective of a
barrier free environment, ensuring that person®dse desires and
expectations are taken into account both duringlésegn process and
as part of post production/delivery evaluation.

5.3.1 Practical examples

In this paragraph | have reported four examplegodvations developed
through the involvement of disabled people anda icertain way with a
participatory and emancipatory approaches.

The first three examples concern the projects de=trin the report
produced by the New Economics Foundation (NERNn independent
think-and-do tank that inspires and demonstrataiss@nomic well-being.
These projects are related to the first three pies reported above.

The last example refers to the fourth principle ancelated to the project
IDEaLL network>.

1) Example

This example refers to the initiative of the Re@ib8EN Transition
to Employment Initiative, involving nine local awatfities in South
Wales (Caerphilly, Bridgend, Carmarthenshire, RlaandCynon
Taff, Neath Port Talbot, Swansea, Merthyr Tydfignkbrokeshire
and Torfaen). These authorities works with youngpte aged 14-
19 who have complex needs that include a learniisgbdity
and/or autistic spectrum disorder, in order to hiegm through the
transition to adulthood and to become as indepératepossible in
their adult lives. It uses an innovative and corhpresive model of
support, working closely with young people and thiamilies and

4 Available at:http://www.neweconomics.org/
> Available at:http://www.ami-communities.eu/wiki/IDeALL
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professionals to develop a transition plan cenwadthe young
person. This plan, and the support around it, it ba the young
person’s capabilities so that they have greatefcehand control
over their lives.

The aim of the project is to raise the aspiratiand motivation of
young people, and increase their participation @arning,

volunteering, employment and social opportunites,fostering a
greater degree of independence and inclusion irtah@nunity. It

is also about working towards a change in pracit®ngst those
working with young people and their families andecs, through
training and support.

At the core of the project work is the idea thaanpling should
happen with young people and not for them. The gopaople

decide who works with them and how, directing theapes and
dreams for the future.

(Available at:https://www.realopportunities.org.gk/

2) Example

This example concerns the project “Creating Opputies And
Skills Teams Alliance (COASTAL)”, that helps disabtllpeople to
get a job. The aim of the project is to provide Byment and
training opportunities for individuals experiencisgrious illness,
disability and/or social disadvantage. It is basadthe belief that
disabled people are full and equal citizens, withright to
personalised support that promotes their choiceiadependence
within the labour market and their inclusion in g@nmunity.
COASTAL brings together six local authorities of MN&
(Bridgend, Neath Port Talbot, Swansea, Carmarthexnsh
Pembrokeshire and Ceredigion) that work in collabon with a
range of voluntary sector providers as part of laaree to achieve
a strategic and consistent approach to servicesvidiual service
users are offered a detailed and comprehensivesresgessment.
This is used to produce a personalized programmsupport to
overcome barriers to engagement in learning, tginiand
employment in order to meet the participant’s ne@dsluding:
access to appropriate education and skills trajnisgpported
employment or work experience, support with jobleggions, CV
writing, interview skills and so on)

The main tool is to develop procedures and plangraployers, so
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that they can understand the issues and legislaioound
employing adults with learning difficulties and ethhealth and
mental issues. The COASTAL website has several tagiable
tools available to help organisations develop bettdormed
equality and diversity schemes and procedures. $havs that
COASTAL is committed to changing local communitiesnd
society, as well as helping individuals.

(Available at:http://www.coastalproject.co.ul/

3) Example

This example refers to the experience of the NkrfGlounty

Council and the Norfolk Coalition for Disabled Pé&gNCODP).

The partnership involves contracted services, ali as more
informal links across the two organisations, and avolved

having staff mutually seconded across the orgaoisat There
have been particularly close links between the Cibamd NCODP
around the personalisation agenda. The main cdntret the

NCODP delivers is for direct payment services aalf-directed

support. This is one of the largest examples inl&where a
disabled people organization provides self-direst@gport services
on this scale. They provide support to almost 2,p@0ple in

Norfolk, hold almost 2,000 supported accounts feogle with

direct payments, and its payroll service supporerol,500
personal assistants.

The NCODP approach to self-directed support is edan the

belief that people who use direct payments or pedsbudgets are
best placed to provide each other with peer supgoipart of the
SDS service. The NCODP has also established sigpkrtent
Living Groups (ILGs) across the county, and a Skijj§& operates
for disabled people who cannot attend group meegtinghese
groups support over 190 members, and provide pggvost and
expert insights into personalisation and self-dedcsupport. As
well as giving users and carers the chance to shqreriences, the
groups allow people to make their voices heard loa radical

changes taking place in social care. In Norfollpresentatives
from each of the ILGs are members of the PersonalgBts

Advisory Group, which presents the groups’ ideasl amews

directly to commissioners, providing a critical igist function to

the council, helping to improve services, and idgngaps.
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NCODP has also created a Norfolk Youth Disabled pRe®
Forum, which is a group for young people with dibtds in
Norfolk based on the social model of disabilitynaig to provide a
forum for young people, and to support a new gdimeraf leaders
for the NCODP. This group meets once a fortnightd das
completely led by members, although there are stafupport if
required. Over the past two years they have beeolved in a
range of activities, including activism, media diich production,
public speaking and the creation of a website.oAthese activities
build a strong network of support and advocacy agnpeople
living in Norfolk, and are intended to achieve isocial change
for disabled people, encouraging them to bring almbxange for
themselves and their communities.

(Available at:http://www.norfolk.gov.uk/news/NCC1161p9

4) Example

This example refers to the “IDeALL” project, in vehi the Design
for All community brings together design professitsnand experts,
applying a design approach to social topics, addrgs and
integrating human diversity, social cohesion andatity beyond
differences (culture, age, ability and social baokgd).

The main objective is to provide anyone with accdss
environments, goods and services, equally and withaving to
make adaptations. Even today, this clear social neeeives hardly
any attention from the private sector, or is paregias a marginal
corporate social responsibility topic rather tharcae business
concern. This is despite the fact that organizatiatich apply
Design for All approaches, focusing on users’ nesdsbehaviour,
demonstrate innovation and market competitivenkdsA, TOTO,
FIAT, Fujitshu, OXO, Nepresso to name but a few). Considering
the social and economic stakes related to the girggeomoting this
approach among companies and public authorities key driver
for economic performance, social cohesion, barrigee
environment, participation and emancipation for all

(Available at:http://www.ami-communities.eu/wiki/IDeAL).
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CHAPTER 6 — Case-studies on Patrticipatory and Emgratory approaches

6.1 Exploring two case studies

In this chapter | will explore two empirical castidies. These cases
represent “delimited phenomena” (Flyvbierg, 200@)served over a
precise period of time. The choice of these cas#isinwthe strategy of
research is due to their features and exploratagans, in particular to the
fact that the population observed was heterogene@iker than
homogenous; to have involved two small groups aftigpants. This
means that the results of the analysis and thghtssigained don’t allow
the presentation of conclusions for understandilagger number of cases,
but permit focus on confirmatory aspects - rathent disconfirmatory
(George and Bennett, 2004; Gerring, 2006) - intielato the initial
hypothesis of research, according to whiah open participation in the
co-creation of the services and environments, madKes easier for
vulnerable groups’

The first case represents the perspective of thiecpatory approach. The
second, the perspective of the emancipatory apprddaterial from the
case studies illustrating these perspectives @asepted here. The methods
of analysis used are discussed in the final sectidhis chapter, including
some reflections on practicalities and issues (2003).

In the second part of the thesis | will relatetiese perspectives analyzing
these two case studies in order to provide:

a) Examples on how to put into practice theoreticahcepts,
principles, approaches and methodologies dealt woth a
theoretical level in the previous chapters.

b) Evidence of the fact that the knowledge-base tiia thesis was
founded on can be applied to different contexts mjects. This
can help to foster shift from a situation of pasggjvsickness and
patient care - often characterizing persons wisialoiiity - towards
new scenarios of active participation and emanigpatn the
elaboration of life projects.

c) To prove the initial research hypothesis, dertrating that
facilitating the participation in the planning ofogesses or design
of actions can lead to socially innovative sceravidere an active
role becomes possible. Scenarios in which reseasatvjces and

178



environments become more accessible and easiesadan all,
supporting ultimately a greater inclusion.

The first case study was realized in collaboratwith the multi-

professional team of AIAS Bologna Onitisand the Emila-Romagna’s
Center for Assistive Technology of Corte Rorfatit concerns the
development of a service of “Smarthomes for indepean living

experiences”. This service has been developedkdesid implemented
using an innovative participatory method, the Lgvihab (described in
chapter 3).

The method of analysis was based on participanergagons during:

coordination meetings, the weekends of autonomythien apartments
(Smarthomes), Living Lab meetings and through doesaires,

interviews, focus groups and a “diary of the exgmce” written by

participants.

The observations have covered a period of more tmenyear, starting
from the initial phase of the experimentation itdl end (November 2012-
December 2013).

The second case study concerns experimentatiomeofLife Coaching
method applied in a medical context, at the UOSItiidle Sclerosis Unit
of IRRCS Neurological Sciences Institute of Bolo§nk is a non-medical
approach aimed at supporting processes of changppvweerment and
emancipation in the lives of the patients of thditate.

This case study - realized with the voluntary ggvation of four patients
and personally conducted as certificated CBaclallowed the testing of
Life Coaching, a method of intervention where tlode rof the person
involved is central to the definition of her/hisopgct of life. The method
experimented turned out to be more maieutic thdrabiditative, more
social than medical. It demonstrated effective supm the processes of
changing and emancipation. This experimentatioresy a period of six
months (from September 2013 to February 2014)tisgarwith the
identification of participants until the final ewation of the experience
realized.

8 Available at:http://www.aiasbo.it/

47 Available at:http://www.ausilioteca.org/cra

48 Available at:
http://www.ausl.bologna.it/isnb/chi-siamo/lorgarazione/le-unita-operative/riabilitazione-
sclerosi-multipla

49 Certification by the International Coaching Fediera(ICF). Available at:
http://www.coachfederation.org/
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In both case studies the participants representgzeific population, and
not a sample representative of any conditions past - of people with
disabilities. For this reason the study realized afserved considers
mainly the processes that people have directlyllaed judged. Especially
in relation to the questions about “how” and “howah” participatory and
emancipatory approaches can make life easier fémevable groups,
improving the quality of life and supporting sodiatlusion.

The cases may at first appear as unrelated to @aeln, since the first is
driven by a participatory approach and the secgnd more emancipatory
approach. Instead, as stated by Zarb’s theory apadicipatory and
emancipatory approachésat “the former is a pre-requisite to the latter”
(Barton, 2005), these two case studies - althaliffgrent - share the same
intention. They consist in exploring how personshwdisability can face
different situations, considering as central theste, needs, desires,
objectives and perspectives. For the first caseutiit the development of
autonomy and independence using aids and assiségknologies.
Regarding the second through a non-medical modeistd on person’s
commitment and active role. Each case is descrihethe following
sections, focusing on some aspect of the overaththof the thesis.

6.2 The analysis conducted

The analysis conducted was organized on threeréliftdevels:

1) The first level of analysis began as | drew rupoy developing
theoretical understanding of participatory and ecigatory
approaches.

2) The subsequent second level of analysis focusedhe initial
research questionah open participation in the co-creation of the
services and environments, makes life easier fiorevable groups”.
And secondly on the assumptions formulated withinirclusive
research approach, including:

a) A focus on the shift from a system based on theicakchodel of
interventions with vulnerable groups, towards a etdzhsed on
the Civil and Human Rights approach. Adopting pgratory
and emancipatory approaches for implementing acitzenship
and socially innovative actions.
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b) The rejection of deterministic beliefs about disiapbi and
associated ideas that exclude the possibility diesxng goals,
therefore shifting from a situation of passivitycksmiess and
patient care to a new scenario based on the psrsonmimitment
to active role and participation in the elaboratairhis/her own
project of life.

3) The third level was characterized by my intereslooking into
interviews, focus groups, Living Lab, formal andoimal meetings,
coaching sessions and observations. In order ttoexpnd provide
evidence of the three main ingredients of the mefeprocess used
(Checkland and Holwell, 1998): the frame of refeen the
methodology, and the areas of concern (see Figuréntroduction).

| used these levels of analysis and assumptionrsupport a deductive
approach to the preliminary analysis of the datiausT | engaged in a
further iterative process in which | reflected aagiice through the lens of
my developing theoretical ideas.

| also combined this with a more inductive approaatowing further
ideas and concerns relating to the concepts oficgmtion and
emancipation, as they emerged from interviews, asiens, meetings,
etc. which in turn helped to shape the themes oanafysis.

Whilst there are, inevitably, connections and ayeslbetween these three
levels | did not see these as a problem in my amglhbut rather as
challenges that have led for example to: the desighe Contextual Map
(in chapter 1); the merging of Civil Rights and HamRights in a unique
approach to disability (in chapter 2); the defmitiof strategies and tools
for applying participatory and emancipatory apphescto research (in
chapter 3 and 4); the suggestions of new trajexgarf inclusive research
(in chapter 1 and 5).
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6.3 Case study 1 - Participatory approach for the elvelopment and
implementation of a service of “Smarthomes for indpendent living
experiences”

This case study investigated how to develop a semwi “Smarthomes for
independent living experiencé%”through the participation of a group of
young persons with disabilities (group of particifg hereinafter). The
experimentation was aimed to promote living exper@s in apartments
through innovative activities. The activities wenlearacterized by means
for the development of personal autonomy addressg@ung adults and
adults with disabilities.
The apartments used for the experimentation arebiamh assisted
living”®!, with facilitating aids, accessibility solutionsnda assistive
technology, as well as an environment with greeastocated in the city
centre of Bologna.
The experimentation covered the use of two aparsnéar conducting
weekends of autonomy. It was carried out over nieekends, one per
month from February to December 2013. The maiivides initially
planned for the development of the service included
- An active role of the group of participants ire tiweekend of autonomy
for the development and implementation of the setviThe
involvement was realized through the Living Lab noet
- Everyday and practical activities inside the &pants for the
development of skills and competencies aimed aiesitiy more
autonomy - in particular away from their familiarrsoundings - with
the adequate support of two professional educators.
- Activities outside the apartments in the exteraavironment for the
development of autonomy in an urban setting.

The special equipment of the apartments - inclutimge automations and
technological aids for personal autonomy - wereptsthand customized
in collaboration with the technical staff of AIASol®gna Onlus and
Emila-Romagna’s Center for Assistive TechnologyGafrte Roncati. In

accordance with and following the continuous fee#tbprovided by the

group of participants before and during the weekesfdautonomy.

*0 The term used to nominate the service “Smarthdoréadependent living experiences”,
indicates apartments provided with home automatimhassistive technology.
*1 See the EU Ambient Assisted Living Joint Programawailable athttp://www.aal-

europe.ey/
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The participatory method of the Living Lab was agopin order to enable
an effective participation and to foster the in@uasin the process of
developing and implementation of the service of &®momes for
independent living experiences”.
Before, during and after the analysis many obseEmatwere realized
during meetings and informal conversations thak tplace with all the
participants involved in the experimentation. Thegoses of these were:
- to clarify questions about the observations;
- to encourage the group of participants to begithiok about their
experience during the weekends of autonomy;
- to help to build relations of trust between all ge¥sons involved in
the experimentation.

6.3.1 Participants

The group of participants was composed of 4 youmgsgns with
disabilities and two professional educators oferict of Porretta Terme
and the District of Casalecchio di Reno (locatedthe Province of
Bologna). The group was already involved in pathsutonomy promoted
by a three years project “Pathways to independemeefuded in the 2013
districts planning and carried out by the Coopeesaliibertas.
The participation in this experience had providdiemt with the
opportunity to be involved as active co-creators tbé service of
“Smarthomes for independent living experiences”.phrticular through
the provision of suggestions and advice to findisohs for adapting the
apartments for everyday living experiences (notyotd be used as
showroom). This experience allowed them to enrfadirtlives including
the possibility of living in a barrier-free envinments with special
equipments, such as home automation applicatioth$emhnological aids.
The group of participants included: two males ana ttemales with
different disabilities, aged between 19 and 20 gjeamd with the following
diseases:

a) E.: mild-delay at the cognitive level

b) A.: hemiparesis and mid-delay at the cognitexee|

c) M: slight-delay at cognitive level

d) F.: spasticity
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The group of participants in the weekends includist two educators of
the Cooperative Libertas, and one coordinator &\Bologna Onlus for
the logistic and organizational issues.

Concerning the development and implementation @& $ervices of
independent living, other participants were: thehtecal staff of the
Emila-Romagna’s Center for Assistive Technology @érte Roncati,

including: one physical therapist, one professiadhicator, one engineer
and one coordinator.

6.3.2 Institutions involved

The institutions involved in the experimentation the development of a
service of “Smarthomes for independent living eigreses” - analyzed as
the first case study - were:

» USL Bologna DSMDP (UOC NPIA Specialist Servicesy damila-
Romagna’s Center for Assistive Technology of CoRencati, in
charge of:

- Definition of the procedures for the usdhe apartments;

- Development of tools for: scheduling, doeumting the experience
and evaluating the level of satisfaction of thetipgrants;

- Providing technical support and monitorithg experiences during
the weekends;

- Training of staff involved;

- Customization, management and maintenaficeqoipments, aids
and technology used in the apartments during thekeras of
autonomy.

These institutions also provided: one physical dhist, one engineer, one
professional educator and one coordinator for stppp the effective
realization of the experimentation.

* District of Porretta Terme, Socio-Health Unit “Atwith disability”,
in charge of:
- Elaboration of the annual planning of the projéeathways of
independence” addressed to persons with disabijlitie
- Monitoring and assessment of technical interaargtirequired for the
customization and adaptation of the apartmentshernbasis of the
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documentation produced and the feedback providethégroup of
participants;
- Participation in the training activities and coimiation meetings.

District of Casalecchio di Reno - ASC INSIEME Corigsim for

Social Interventions, in charge of:

- Elaboration of the annual planning of the projéeathways of
independence” addressed to persons with disabijlitie

- Monitoring and assessment of technical interaargtirequired for the
customization and adaptation of the apartmentshernbasis of the
documentation produced and the feedback providethégroup of
participants;

- Participation in the training activities and cdimiation meetings.

AIAS Bologna Onlus, in charge of the managemenlogfstical and

organizational issues, including:

- Management of the network of institutions invalye

- Customization of apartments;

- Provision of training and information for use ehvironmental
resources (aids, technologies, etc.);

- Cleaning of the apartments;

- Contribution to the documentation of the expezeen

Passo Passo Association, in charge of:

- Promotion of the experimentation;

- Participation in the monitoring and assessmentthef activities
carried out;

- Management of the relations with the familiesalved.

Cooperative Libertas, in charge of the Socio-Edanat Home Care
service (service contract with the District of Rdta Terme and ASC
INSIEME), addressed to the persons with disabgiti€oop. Libertas
also provided the two professional educators tgesrtipthe group of
participants during the weekends of autonomy.

University of Bologna - Department of Education&lides, in charge
of observing and analyzing the experience as a sasdy, through
participation in the coordination and Living Lab etegs and the
realization of interviews and focus groups with tparticipants
involved.
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6.3.3 Setting

The apartments used for the development and impigtien of the
service of independent living are located withiniBARomagna’s Center
for Assistive Technology of Corte Roncati.

The apartments were designed and realized as bfe#e environments
for experimenting and evaluating accessibility §ohs, accessories, aids,
assistive technologies and home automations adutetss persons with
disability, elderly people and their operators.

These apartments are also used for training couesklessed to
rehabilitation professionals, social caregiversgimeeers, designers and
educators.

The disability of reference influencing the chaesaistics of the apartments
and equipments are: physical, motor, multiple digas, cognitive and
sensory impairments.

The main features of the apartments are as follows:

a) Apartment at ground floor (80 s.q.m.), for twaupg and one educator,
high-technological flat characterized by:
- Orientation of a user with severe motor disapilgerious and limited
autonomy in daily life;
- Assistive technologies and home automations;
- Attention to the functions of care for the caxeys.
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Kitchen

Bathroom

Bedroom 1

G Garden

Entrance
Bedroom 2

Figure 24: Images of the Smarthome on the grounddbr

b) Apartment on the first floor (50 s.g.m.), for dawyoung and one
educator, medium technological flat characterizgd b
- Orientation of an older user with moderakggcal disabilities with
partial autonomy in daily life;
- Assistive technologies focused on solutioms facilitating daily life
and ergonomics.

Kitchen

Living

Elevator

Bedroom

Figure 25: Images of the Smarthome on the first flor
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The apartments are among the most innovative iy fiba the provision of

aids, equipment and assistive technologies aimedmatoving and

implementing paths of autonomy. The purpose of lbgieg a service of
independent living was aimed at increasing the eanfy activities by

persons with disabilities, whether congenital oguaed. The apartments
were made yet more suitable for daily life (dureghort period of stay)
through the involvement and feedback of the grodpparticipants,

collected during the weekends of autonomy, therigiab meetings and
through the adaptations made by the technicians emgineers of the
Emila-Romagna’s Center for Assistive TechnologyCofte Roncati. This
shifted the apartments from a use of “showroom’pte of barrier-free
and accessible apartments “to be lived in .

6.3.4 Experimentation process

The experimentation process was designed in ordemartalyze the
requirements for developing and implementing aiserof independent
living, through the experience of stay in apartragmtovided with home
automation and assistive technology, designed &orymg out paths of
autonomy. Three levels of analysis were taken actmunt:

- Micro: at this level the focus was on psycholadjiaspects, either for
the group of participants or for the professiondli@tors involved in
the weekends of autonomy.

- Meso: at this level the analysis considered #regption of the service,
by the group of participants, the educators andother professionals
involved in the experimentation.

- Macro: at this level costs, involvement of netiwsrinstitution, roles
and responsibilities were investigated.

The preliminary phase of the experimentation wagawized through
meetings between the different institutions andpheicipants involved in
the weekends of autonomy. In particular:

- Meeting with the network of institutions in ordéo define the
management of logistic aspects and organizaticsaks.

- Meeting with the group of participants for: fuioctal assessment made
by the staff of the Emila-Romagna’s Center for Agge Technology
of Corte Roncati; collection of information aboubjectives and
expectations; preparation of the apartments.
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- Training course on the use of the apartmentsresddd to the
professional educators participating in the weekesfdautonomy, and
aimed at raising awareness, understanding andiéaizihg with the
equipment, aids, assistive technologies and honte@mations within
the apartments.

During the implementation phase n. 6 coordinatioeetimgs were
organized between the institutions responsiblethier realization of the
experimentation: Emila-Romagna’s Center for Asegstlechnology of
Corte Roncati, District of Porretta Terme, ASC IEBIE, AIAS Bologna
Onlus, Passo Passo Association and Cooperativertaghewith the
objective of analyzing strengths and weaknesssmgrduring this phase.
Emila-Romagna’s Center for Assistive TechnologyCafrte Roncati also
organized the experimentation process — and stedttthe weekends of
autonomy — following the logic of the “Living Lakhethod, adding the
value from the direct involvement of the group drtipants. The
participants became co-designers and co-creatdhe afevelopment of the
service, providing ideas, suggesting solutions, giihg feedback. In
order to study improvements and adaptations teeas® and optimize the
activities to be carried out inside the apartmefissting and setting
procedures, equipment, aids and technologies orb#ises of their real
needs.
The monitoring phase was recorded throughout th@evxperimentation,
using the following tools:
- Coordination meetings;
- Feedback collected through the Living Lab meeting
- The disabilities of the arm, shoulder and hand$B)** questionnaire,
and the instrument IPPA - Individual PrioritisecbBlems Assessment
(Wessels et al, 2002), for outcome analysis in patanal
rehabilitation.
These tools were used by the physical therapidt the professional
educator of the Emila-Romagna’s Center for Assisfiechnology of
Corte Roncati to assess functional requirementsesability and
evaluation of the ability to perform certain adie$ in the apartments.
These were also used for the definition of thecstme of the interview
for gathering other information, including the |ewé participation.

52 Available at:http://www.dash.iwh.on.ca/system/files/dash _gquestare 2010.pdf
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- Diary of the experience, written and used by theugrof participants
to report problems and needs, suggest possiblé@wuand ideas, on
the basis of what emerged during the weekendstohamy;

AL L LR EEE KRN EEEEEREEERE]

Figure 26: Imagines of the Diary of the Experience

- Interviews and focus groups with all the partgifs, including the two
professional educators involved in the weekendsawbnomy, the
professionals of the Emila-Romagna’s Center forigis® Technology
of Corte Roncati, and the responsible of the diifieiinstitutions.

6.3.5 Focusing on the participatory approach applie

The participatory approach applied for the develeptof the service of
“Smarthomes for independent living experiences” wharacterized by
two levels of involvement by the group of partigipg

The first level is inherent to the experience eariout during the
weekends and within the Living Lab meetings, thtoughich the

participants have contributed to the design andlempntation of the
service. The second level concerns the activeirolesing environments,
tools and assistive technology to increase thel le¥eautonomy and
independence. This kind of contribution is more rdpneous and less
dependent by structured methods of participati@uch as the Living Lab.
It provides a positive value either for the indivad, in terms of self-

determination, empowerment and rise of self-comioge (Wehmeyer &
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Abery, 2013) and for the service, that can berfeditn suggestions and
ideas resulting from the real needs of participants

These two levels of participation were defined irdev to avoid the

involvement of participants only as simple “testess “users”, roles that

do not allow the co-design or co-creation of a mesvproduct, research or
environment.

6.3.6 Lessons learned

The lessons learned from this case study focushenresults of the
experimentation analyzed through the lens of th#éigi@atory approach.
This approach has influenced the outcomes of theer@rentation in a
positive way - as reported in the interviews anduf groups realized.
Strengths and weaknesses of the experimentatioa inaeed influenced
and have been influenced by the kind of particiganvolvement.
Concerning the strengths: the experimentation edrout differs from
others experiences realized within types of ocdapat therapy or
physiotherapy. While these only have purpose reldae functional
assessment and rehabilitation, the experimentatbeerved has an
“inclusive educational aim” (without excluding otheaims to the
rehabilitation). The social-health care contexgeneral - if not always -
lacks this aim. In the case of the experimentatéatized the professionals
involved assumed a maieutic role in supporting a&mdouraging the
independence of the group of participants. In &mldithe participants
contributed not as “testers or users”, but ratlsec@creators of a service.
This aspect allowed a rise in awareness and baetigerstanding of what
can be achieved with aids and supports, greatenamy and ultimately
increased self-determination and self-esteem. is thse the inclusive
educational aim has influenced and benefitted @&fisgns involved,
through the realization of a learning environmdmracterized by mutual
collaboration, sharing and participation; creatiag sort of virtuous
spiralling cycle.

Weaknesses were related to organizational bondsoften didn’t allow
for practicing innovative methods of participatiensuch as the Living
Lab. In this case it has provided the possibilifyaonew window of
cultural horizons. Characterized by greater pamdtton and involvement
in the definition of services, shifting from a gtion of “customer
satisfaction” to new one of “customer participation
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The high number of institutions involved in the dB®pment and
implementation of the service of “Smarthomes fodejpendent living
experiences” caused a certain level of complexityhe coordination and
management of resources, spaces and communicafioasgesson learned
is that in order to encourage other similar expex@s of participation,
cultural changes are necessary in organizatiomdydimg the processes
and practices of the institutions involved.

Therefore, returning to the initial research hygsih: “an open
participation in the co-creation of the servicesdagnvironments, makes
life easier for vulnerable groups'this case study has demonstrated that
the institutional culture must become more “openp#oticipation”. In
order to make services provided and life easierafbthe participants of
the ecosystem, at an institutional, professiorads@nal and familiar level.

Participants’ point of view

The participants’ point of views was investigatéddotugh the use of
different instruments, such as questionnaires (DA#id IPPA), Living
Lab meetings, interviews and the collection of rfation reported in the
diary of the experience written by the group oftiggrants. This tool was
used to provide suggestions and ideas about sgppod adaptations or
customizations of aids. It was useful to better asathnd the level of
autonomy when using aids and technologies aimedingiroving
independence at home. The following words were atedl by one
participant in an interview for a television Chalihéo disseminate the
experimentation’ results:

“...referring to our experience in the apartmentdking about the great
importance of aids that have allowed us to discawew ways to perform
everyday activities are possible. Some of thesewaate then adopted and
used also in our homes with an evident improvenmethie quality of life.
An important part of our experience was the coll@on with engineers
and designers to improve the functioning of aidsg supports with

practical solutions, on the basis of our needs”.

An other important aspect highlighted by particiggarduring the
experience is that it was an opportunity to acqum@e knowledge and

53 Available at:http://www.youtube.com/watch?v=5-
glaCgQHI&feature=player embedded#at=17
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information about the variety of aids, assistiveht®logies and home
automations available. As stated by a participaning a focus group:

“...the use of these apartments improves our quefitife because we get
to know and become more aware of the aids thateadable on the
market”.

The participation in the development of the senpeavided not only the
opportunity to know and become more aware aboustipports available
on the market, but also to find personal solutiongheir use, testing their
functionality and possibility of adaptation befqrerchasing.

The participation also allowed the group of papits to feel listened to
and taken seriously as adults, with their own emales, needs, desires,
ideas and solutions. This aspect promoted the amment of new
capabilities - as for instance in one case whepgrneg a dish of pasta, or
in an other being able to access and use the lbathio autonomy -
encouraging accountability, self-confidence, selfedmination and the use
of creativity for the solution of everyday’ life @olems.

It's also interesting to report some feedback ftbm families to show and
support the initial hypothesis of research on howopen participation in
the co-creation of a services - in this case ofefrmhdent living in
apartments provided with home automation - has miige easier,
especially for two of them. As stated by the motbief.:

“...F. at home shows a greater autonomy, now he pesphlreakfast, lays
dishes on the table and manages everything alaod, s the microwave,
and takes more decisions by himself”.

Another interesting feedback was provided by théheroof M., according
to which:

“...he is very happy and enthusiastic about this eepee, which makes
him more independent from the authorities and dwefamily. Now he
goes to the supermarket alone and also cooksigdoriother. He has also

improved in terms of awareness about his persdkibs’s

From this feedback it's possible to recognize tpatticipation can

contribute to the rejection of deterministic bedieind create new scenarios
where vulnerable groups can be leading participants shift from a
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situation of passivity to one based on the persoofamitment and active
role in the elaboration of his/her own projectité.|

Professionals’ feedback

The professionals’ feedback was gathered througgrviews and focus
groups. The feedback of the two professional edusanvolved in the

weekends of autonomy were very positive. Especialigut the level of
participation and emancipation achieved by the grod participants.

Among the positive aspects described by educatere is the fact that the
group of participants was:

“...the first agent in producing change”.

As stated, the possibility of sharing the experganof autonomy in the
apartments has given the opportunity to:

“...Increase synergies and skills that an individakine would not”.

Highlighting the importance of the dimension of tlgeoup for the
achievement of new skills and competencies.

In addition, the educators affirmed that the pabiibto use supports,
provide feedback for a better adaptation to pgudicts’ needs, and
consequently for finding the best solutions to gaiut everyday activities:

“...the experience has helped the participants toeaase awareness about
their possibilities. And | think this was the bigggoal achieved”.

The participatory approach, according to educatioas, also allowed the
strengthening of the group’s relationships and dyina. Both in a positive

way, with regard to the sharing of experiences diateachieving a greater
autonomy and in a negative way, due to a sort ef-facus on their own

individual needs - and therefore not always at#entd those of others.
The educators claimed that the emancipation ofgtibelp of participants

also increased. This was demonstrated by the isedea@apability of

preparing food, washing the dishes and using thler®am in autonomy,

for instance, contributing to:

“...believing more in their own potential and posktgiof independence”.
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This allowed the achievement of many of the obyedtialready foreseen
in the three year project “Pathways to Independence

The support they have received has also been a p@sitive aspect,
attentive and respondent to their needs. A key efernto avoid is that the
participants are seen only as the testers of dcgerWhich actually has
been developed with the contributions of all thetipg@ants involved,

becoming co-creators.

The support provided by staff members of Emila-Rgnaés Center for

Assistive Technology of Corte Roncati played a faméntal role, the
availability of welcoming any requests of customi@a or adaptation, and
their useful reflections. For aspects related t® tisability of tools and
accessibility of the environments - to enable tlealization of the

experiences of independent living - and in termspafticipation. It is

precisely on this point an interesting recogniticas that:

“... in situations like those faced during the espentation, if it is
important to ask for a change of perspective tespas with disability
when they act for a greater involvement - and thaugicipation - it is

equally important to ask for a change also to therators and
professionals. They too often still think in teroh$l know what you
need”.

Institutions’ evaluation

The evaluation provided by the different institaoinvolved was positive.
An example is as follows:

“...autonomy is an important sphere of people’s ljyes a basic element
to be searched for in order to gradually improtie fjuality of life of each
person. This is what has been put into practicerduthe weekends of

autonomy”.

In accordance with this affirmation, it is usefal ¢onsider a possible limit
highlighted during an interview with a represem@atiof one of the
institutions involved. This limit concerns the fdbat if may not be possible
for the participants to continue the experiencaeed or greater autonomy at
home. Therefore any achievements gained could recaifined only to a
specific time and dedicated environment. In ordeavoid this limit, the role
and contribution that could be provided by famiiesery important so as to
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exploit the potential improvement of aspects sushiralependence, self-
determination, empowerment and emancipation, oeitd@ boundaries of
“safe situations”.
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6.4 Case study 2 - Experimentation of the “Life Coehing” method as
emancipatory approach applied in the interventionswith persons with
disability

The second case study describes the experimentaftidme “Life Coaching”
method applied as non-medical intervention withspas with disability and
tentatively as emancipatory approach.

In accordance with the framework of reference aglbpt the first part of this
thesis (see chapter 1 and 5), the objective oe#tperimentation consisted of
providing a complementary service and testingfiisacy.

It is not a substitute or alternative to those ase provided by the UOSI
Multiple Sclerosis Rehabilitation Institute of Nelogical Sciences, but based
on a different approach.

It is more social and less medical approach, whddfers from the care
relationship because it is based on the desimpoave and change, not on the
need of assistance and medical care. It is chaizatieas a relationship of
support for persons in achieving their objectithspugh a concrete and action-
oriented method. The reasons that led to the claditds method refer to:

a) Personal experience
This reason refers to my personal experience asraop affected by a
neurodegenerative illness and the path embarkeud afper the diagnosis.
Through this experience | have had the possibibtyneeting and discussing
with many professionals over recent years - mostedical - who provided
much information on pathology, advised on thersygied solutions for care.
But none has ever asked rfwhat do you wish to do with your life besides
dealing wit the illness?”or “what are your objectives or aspirations?”,
considering or not the disease.
Starting from this question, | have begun to seacpossible methods of
intervention which are “not medical-base”, ableptovide support, not based
on the need of care, but on the willingness to ghasr improve the quality of
life, to desire something better or simply to faseryday issues. A method in
where the role of the persons is central to théndien of her/his objectives
and challenges, independently from the illness,motpractice through action-
plans aimed at generating change. Ultimately fosgethe emancipation from a
situation of passivity (as a patient) to one ofaative role (as a person) within
his/her possibilities.
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Finally, after a wide search | have identified thethod of “Coaching” as the
most suitable method. | have attended a speciglizaining course obtaining
the certification of the International Coaching €eation (ICF)°, and | have
started to coach persons belonging to vulneraloepy:.

b) Research interest
Concerning research interest, my willingness toeexpent the Life Coaching
method was because | think that it fits with nondioal intervention addressed
to vulnerable groups, in particular persons withadility and the elderly. It
supports a shift from a medical model of intervemtio one based more on
concepts such as: active citizenship; centralityhef person in the elaboration
of her/his life’ project; self-determination (Wehyee & Abery, 2013);
participation (Levasseur et al, 2004) and emanicpa{Oliver, 1996), as
advocated by many international and EU documerdspalicies (see chapter 1
and 2).
These aspects, along with the concept of includiawe as primary purposes
the participation of all persons in social lifeegardless of any impairments,
deficits or functional limitations, including allrdensions of life in which the
person can live and fulfil his potential (Hollenveeg Haskell, 2002).
The concept of inclusion, as formalized with thelaB&anca Statement
(UNESCO, 1994), marks the beginning of a cultuesdewal and the adoption
of an approach based on a social model of disgbj@liver, 1990) - in
opposition to the medical model - and here furhgranded adopting the Civil
and Human Rights perspective in the interventiai wulnerable groups.
This model promotes the active involvement of pessofocusing on: the
reduction of social and cultural barriers; the ioy@ment of residual functions,
capability and resilience (Canevaro et al, 2001).
This perspective also embraces principles and étieal constructs of the
International Classification of Functioning Disatyiland Health (WHO, 2001)
regarding: the person, the holistic approach, #lational perspective, the
quality of the processes, the systems of partigpah social life.
Within this framework of reference the proposahoh-medical intervention is
represented by the Life Coach method.
This method is based on the assumption that thewdéror a coaching path is
not due by the need of care as traditionally comexki but by the desire to
improve the quality of life or change it for thettee. In accordance with the
UN Convention on the Rights of Person with Disdilei$ - Article 24, point c) -
in which recommended measures, practices and netli@dable to provide a

>4 At the Escuela Europea de Coaghing. Availablétap://www.escuelacoaching.com/
% Available at:http://www.coachfederation.org/
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“reasonable accommodation to the needs of eachviddal” (UNCRDP,
2006). Where reasonable accommodation is defindtleaability to deal with
problematic situations using appropriate resouf@snevaro et al, 2011) that
often, especially in situations of vulnerabilitygrpons can discover through a
dimension of reciprocity.

This dimension of reciprocity, that characterizas telationship of coaching, is
strictly related to the concept of reasonable acnodation. Such as coaching’s
aim of supporting persons to discover her/his regesufor achieving her/his
objectives is strictly related to self-determinatioempowerment and
emancipation. The same principles that are cordaiméhe UN Convention on
the Rights of Person with Disabilities and othéeinational documents.

6.4.1 Participants

The participants chosen for the realization of #erimentation of Life
Coaching were patients already assisted by the UKdSkiple Sclerosis
Rehabilitation Institute of Neurological Sciences.
The criteria for inclusion/exclusion defined in leddoration with the team of
the Institute, were:

- Cognitive functioning was not compromised,

- Ability for problem-solving was not compromised,;

- Time elapsed from the diagnosis of the diseage {2 months);

- Gender equality (considering that the populatadfected by the disease

presents a greater case study of women);
- Age (25-55 years).

Motivation was another aspect added to this liskated to the fact that the
participants, who were volunteers, had to be mt#tvdy a desire to improve
their life situation, reaching new goals throughpiementing actions aimed at
change. Change not necessarily related to thetisihsacaused by the disease,
but to any sphere of life.
The patrticipants attended a preliminary intervieithvthe psychologist of the
Institute, aimed at introducing the experimentateond assessing the level of
motivation and interest to take part as volunteers.
The individuals identified were:

a) V.. 25 years old, female. Type of Multiple Solgs: relapsing-remitting.

Years since diagnosis: 7.
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b) B.: 50 years old, female. Type of Multiple Solgs: relapsing-remitting.
Years since diagnosis: 13.

c) P.: 43 years old, male. Type of Multiple Sclésoselapsing-remitting.
Years since diagnosis: 20.

6.4.2 Institutions involved

The institutions involved in the experimentation tbe “Life Coaching”
method as an emancipatory approach in the intaorentvith persons with
disability in medical context - analyzed as a selcoase study - were:

* UOSi Multiple Sclerosis Rehabilitation Institute dfleurological
Sciences of Bologna. The Institute carries out degpital and
outpatient services through a multidisciplinary @@eh to patients
with multiple sclerosis, providing diagnosis, idéjinhg therapeutic
paths and taking charge of patients. The Instifutvided a team of
professionals to identify the participants, pland amonitor the
experimentation, including: one psychologist, oeerlogist and one
coordinator for supporting and monitoring the reation of the
experimentation.

« Department of Education Studies “G.M. Bertin” oktkniversity of
Bologna, in charge of providing the pedagogicatmefices to define
the experimentation, to observe and analyze thereqe through the
realization of interviews with the participants atved.

6.4.3 Setting

The setting of the experimentation was in a medamaitext, structured in
integrated health units within the Hospital Belexi which is located at the
UOSIi Multiple Sclerosis Rehabilitation Institute Méurological Sciences.

The introduction of a non-medical method, such ds Coaching within a
medical situation, was an innovative element toseét¢ing in itself.

56 Available at:http://www.ausl.bologna.it/applications/iap_app@pRid=15745&action=site
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Moreover, thanks to the open mindness and holgtroach adopted by the
Institute through multidisciplinary interventiong, was possible to put into
practice what is argued in many international doent® (as the UNCRDP,
European Disability Strategy, Europe 2020, EU DiggbAction Plan), about
themes such as: inclusive approaches, de-instiitiation, active-role and
participation.

From this point of view, the context and settingrev&key elements for a
positive adoption of the new method of intervention

They were not focused on issues and problems Igtriefated to the disease
(clinical situation), but rather on their desiredawillingness to change and
improve the situation of the persons involved (ac8ituation).

Remaining within a broader process of assistanck came aimed to better
gualify competences and strengthen synergies battiredifferent actors and
professionals involved.

6.4.4 Experimentation process

The experimentation was carried out for 6 monthemf September 2013 to
February 2014. The preliminary phase included foeetings with the staff of
the Institute, whilst during the implementation pb& coaching group sessions
with the participants were realized (one sessiaryel5 days, of the duration
of 1 hour and %2 - 2 hours). The psychologist efltistitute also attended these
sessions, who also monitored the progress of ngetin

The experimentation process was designed to:

- Verify the complementarities of service of Lifeo&hing proposed in
relation to other service already present at tkétlrte, in accordance with a
system of intervention based on a holistic apprpach

- Explore the assumptions of the effectivenessntérvention, as method
aimed at promoting changes and improving the guefitife.

- Offer a non-medical approach, which puts the querat the centre of the
process of change, starting from her/his desisgsrations and objectives.

The first coaching group session was aimed at ptiegethe initiative and

introducing the Life Coaching method.

The other sessions focused on participant’s sanafisupported the definition
of objectives, the assumption of commitment; euvadaopportunities and
identified challenges; elaborated action plans;osgtthe specific results to be
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achieved (participants were also provided of suppgr call phone and via
Skype).

During the period of experimentation coordinationeatings with the
psychologist of the Institute were arranged in ore guarantee continuous
monitoring of the progress, backed up also throaghal and final interviews
and the completion of a questionnaire to assessrtpact of the initiative on
the quality of their lives.

The coaching model adopted (described in sectigh5%. is defined as
“ontological-transformational” and based on the\@sation (session), which
are structured in six phases as follow:
- Generate context/relation.
- Understand the current situation (focus on thaas).
- Support the definition of objectives leading tdexlaration of commitment.
- Facilitate learning (through feedback to allowplexation of new points of
view).
- Transform objectives into action plans.
- Monitoring of: the commitments, the actions pladnand the results
achieved.

During the different phases beliefs which may liaiitopen new scenarios are
investigated; possibilities are evaluated and tneels of commitment are
measured in achieving the defined goals.

6.4.5 Focusing on the emancipatory approach apet

In this section | wish to present the reasons lédto considering the method
of Life Coaching as a possible tool for an emartoipa approach in
interventions with vulnerable groups.

In particular, through the description of the methused | wish to highlight the
aspects closely related to the active role of tidevidual in defining their own
life project. It is possible to have a greater amass of ones own resources in
order to become more emancipated in different $feeations - personal,
professional, familiar - not necessarily relatedthe disease, pathology or
disability.

This method is based on the definition of concrdgectives, not abstracts,
directly verifiable, measurable, and attainabledgh an accurate definition of
an action plan. The term “coach” comes from the ¢gduian language and it
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means “type of transport”, that allows the perstgo in the direction they
wish. It is defined by the International CoachingdEration as'a creative
process that inspires persons to maximize theirsqeal and professional
potentiaf” that allows people to learn to develop strategfeaction directed
at improving the quality of life.

Once the strategies and actions are defined, #teofehe coaching process is
based on that practice. The persooacheeas defined by the method) should
be brought to act, to transform thoughts and desm® concrete actions. Since
if there is no action, there is no emancipationg areither exploration of
possibilities that could lead to finding extra-avaly solutions.

The emancipatory aspect of the method emergesjdesimgy also what is not
coaching. Coaching is not a unilateral exchangé,common construction, a
shared process aimed at action. Coaching is nopamable to psychotherapy,
or psychological support, and nor to counselingvben an “expert” (who
holds the power of knowledge) and a “patient/cliesbo is in a situation of
need. Coaching is not a relationship based onébd of care, but on the desire
to improve the quality of life and change.

The coaching model used is defined as “ontologi@aisformational”. The
ontological aspect consists of considering languagy@a key to understanding
human phenomena and characterized lyeaerative character that allows to
create and shape the futurézcheverria, 1994).

It is starting from language’s acts ‘performative verbs”(Austin, 1940; 1962)
that coaching supports person to plan actions tydmsformed in reality. The
transformational aspect of the intervention intetedmove from dposition of
control to one of commitmen{Maturana, 1995). The theoretical assumptions
refer to the constructivist theory, the systemiprapch (Watzlawick, Beavin,
Jackson, 1967; Bateson, 1972), linguistic andadogy. The constructs and
principles drawn from these theories are therefoeebasis of the definition of
this method which supports persons in dealing wigitroblem, a relationship, a
project or adopting a different perspective. THieves the choice of solutions
and decisions making - emancipatory aspect - tleathee best possible for the
person, and for the whole ecosystem that surrotnaifhim, so that all its
members can enjoy the benefit (Whitmore, 2003).

> Available at:https://www.icf-italia.org/cose-il-coaching
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6.4.6 Lessons learned

The lessons learned from this case study conceymtain aspects. The first is
related to the effect of the application of a noedmal method within a
medical context. Both from the point of view of ipats - especially referring
to possibilities of increasing their emancipatiosind from the point of view of
the institution.

The second aspect concerns the effectiveness ahétieod of Life Coaching
when used with vulnerable groups.

Concerning the first aspect, it was very interestim observe how people in a
medical context often - if not always - assume ssp@ role. In which they
expect to be informed cfwhat and how to do every thing'lf from the point
of view of diagnosis and treatment it makes senhsesn’'t when it comes to
choosing how to deal with everyday life, even ie firesence of functional
limitations, diseases or disabilities. In this senthe experimentation of the
method showed how patients became disoriented stathished when asked
“what do you want to do with your life, now®r“ what do you wish, what are
your objectives or aspirations, considering or tit¢ disease?”.

Through these and other questions - specific tortethod used and focused on
the whole life situation, not only on the part afedl by the disease — it
emerged how difficult is to open up to new projeatgperspectives of life. It
showed how unusual for patients to come back tarelesr to plan new
objectives, especially it is for patients returratstate of desires, or to plan new
goals, especially if they required in medical catge However, at the same
time it results as extremely useful for persons ifrsupported can re-learn how
to use their potential, resilience and capabilltiyis can include new strategies
of action aimed at reaching new goals, regardlégteo deficit or functional
limitation.

This aspect is closely linked to the emancipatiérnthe individual from a
passive role (as “receptor” of medical indicatiamy), towards a more active
and aware role, in order to improve her/his lifechange it for the better. This
is an interesting point of reflection, that conmsewiith the effect produced by
the introduction of this method in a medical contex

First of all, for contributing to support a holstind multidisciplinary approach
in the interventions of the institutes. That alevith an attitude of openness has
showed how complementarity of medical and non-nadiaterventions
represented a positive element for both patierdso@erators.

From this point of view, one of the outcomes of gxperimentation was the
reflection about the opportunity to transfer sorhéhe techniques and tools of
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the method of Life Coaching to professionals anceraprs (such as
neurologists, physical therapists, caregivers, atius).
The insight to transferring techniques and toolthaf method is not to create a
new job profile (i.e. a sort of Disability coaclbyt to encourage the acquisition
of new skills and competences aimed at providirg ghssibility of working
with patients not only as persons to be assistgtalso as pro-active agents for
the improvement of her/his life. This is an asgbet is often not addressed by
therapeutic treatment, but it can the help to @efire objectives and strategies
to achieve improvement, based on motivation, seiédnination and
empowerment.
This point can be linked with the second importaspect that emerged from
the experimentation that is represented by theuppassitions of effectiveness
of the method - especially supporting personspnogess of emancipation. The
presuppositions of effectiveness identified were:
a) For the person (named coachee by the method):

- Motivation for self-development.

- Commitment to the program (definition of objeesy action plan,

monitoring of expected results, etc.).

- Accountability towards her/his improvement anll-determination

- Intellectual honesty.

- Disposition to listen and to change/improve.

b) For the Coach:
- Confidentiality about the contents emerged dudagversations with the
coachee.
- Flexibility and willingness to support the coaehia the achievement of
objectives and meeting of own needs.
- Deep trust in the possibilities of the coachee.

These presuppositions of effectiveness are atdbis lof results, including:
- developing a greater self-determination;
- fostering the capabilities to renew desire, tmphew objectives of life;
- facing change - in personal or professional Hfevith greater self-
confidence;
- improving interpersonal relationships;
- enhancing accountability (considered as thetgidi respond);
- increasing emancipation for improving the quatityife.

After presenting the presuppositions of effectismel wish to show the
possible limits of the method. Considering thatatwag is a method that uses
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language to support persons to undertake acticmsttansform reality, this
requires good language skills and abilities. Ais ihased on the transformation
of the system where a person lives, from a positbrcontrol to one of
commitment, cognitive functions also should notbmpromised.

These aspects limit the possibility of using thethmod with every type of
disability, allowing its use only for some casesg¢ls as with physical and
sensory disabilities, due to trauma or neurodeg@eiverdiseases.

Concerning this reflection and for what disabibtiae method can be effective
- and in what contexts - | think that could be vasgful and interesting to try to
apply the method to rehabilitative contexts (agpsupaids centres or institutes
specialized in provision of prothesis). Because rwpeople come in those
contexts they often have to re-define their lifealg and challenges, starting
from situations of trauma , impairment or functibtydimitations.

Moreover, | think it can be very interesting to toyuse the method even with
people affected by mild-delay at the cognitive le¥specially for researching
on issues related to the involvement of familied ardifferent approach of the
operators in the interventions.

Participants’ point of view

The participants’ point of view was investigatedidg the coaching sessions
and through interviews. The feedback provided wexy ypositive, especially if
compared to the aims of the experimentation, inolyd
- to test the usefulness of a method more socilless medical, different
from the care relationship because it is basedhemésire to improve and
change, not on the need of assistance;
- to provide evidence base of its emancipatoryraagkutic features;
- to prove the assumption according to which casghian be a method
able to foster a shift from a situation of pasgitdwards new scenarios
of active participation in the elaboration of orvenoproject of life.

Some of the feedback of the coachees collecteldea¢nd of the experience is
reported as follows:

V. “... the experience as very positive, | was dablput into practice and
implement my action plan and | made some changewyilife ...”

To the questioriWhat are you going to take home (what have younga”,
the answers were:
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B. “...the desire to try to change something tha¢slnot work in my
professional life...”

V. "...new insights and new points of view...”
P. “...I have confronted my shyness, and now | arerself-confident...”
In terms of the goals of the method, the feedbdubws how these were
achieved, inasmuch as they supported the partigpandealing with their

objectives and the definition of the action plawesréach them, providing
different perspectives and allowing for new insgght
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6.5 Research methods applied

6.5.1 Interviews

In preparation for the interviews and focus groupsreflection was
conducted on the observations and informal disoussihat had taken place
with participants of both case studies. In so dpihglrew on my own
developing theoretical understandings of partiegratas outlined in the first
part of this thesis) to identify what aspects tarhestigated.

Aspects that could be considered as tangible prfdfse rise of self-esteem,
self-determination, satisfaction and consequentneipation.

These then became the focus for the interviews, rttgant that although all
the interviews followed a similar format, each aves prepared individually
following this preliminary consideration of the @pgations.

At the same time, | was careful to ensure thath&lparticipants were given
the opportunity to talk about aspects of their eigmees. In particular those
that were less visible during the observations efample what was learned
during the weekends of autonomy and effectivelyduseeveryday life (in
case 1), or what strategy, plan or action of caaghwas applied to different
situations of life (in case 2). Interviewees in@ddkey informants, in
particular professionals, operators, and repreteesaof the institutions
involved in the case studies observed.

The interviews were addressed to the following gates: psychologist,
professional educators, physical therapist, enginaed health-coordinators,
involving a total of n. 15 persons.

6.5.2 Questionnaires

The number of questionnaires completed (n. 9) veasulfficient to trace an
accurate picture of the issues analyzed from atgatawve point of view. In
any case, the questionnaires used for the twostadees were:

a) for the first case study: the “Disabilities ¢fet Arm, Shoulder and
Hand (DASH)” questionnaire, and the instrument ‘APPIndividual
Prioritised Problems Assessment” (Wessels et 8D2P These tools
were used by the physical therapist and the priofieskeducator of
Emila-Romagna’s Center for Assistive Technologyofte Roncati to
assess functional requirements, accessibility avaluation of the
ability to perform certain activities in the apaents. These were also
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used to define the interview’s structure for gaithgother information,
including the level of participation.

b) for the second case study was used a questrerfioaithe assessment
of the quality of life, the “International questimaire investigating
quality of life in multiple sclerosis (MusiQol)”.

6.5.3 Living Lab

The Living Lab method (described in section 3.5svepplied during the
experimentation of a service of “Smarthomes for epehdent living
experiences”, described in case study 1.
The Living Labs are open innovation ecosystems, aadsist in the
establishment of permanent communities of users areoinvolved on an
interactive basis in service or product innovatainvarious stages in the
design, development, validation and marketing psce
This approach was used to facilitate participantolvement in the
innovation process aimed at implementing a newicer(Bilgram, Brem,
Voigt, 2008; Pallot, 2009).
The Living Lab saw the participation of the group pmarticipants, the
professional educators and the staff members olaERomagna’s Center
for Assistive Technology of Corte Roncati, for gatmf n. 10 persons, for n.
6 meetings.
The set-up of the Living Lab for the implementatioh a service for
experience of independent living, included:
- definition of the mission of the Living ba
- identification of the community and persons tarbslved;
- definition of the aims and activities with thevatvement of all
participants;
- implementation of real-life experience and liviladporatory within the
apartments provided with home automation;
- collection of feedback for supporting the co-ti@aprocesses among
the various participants.

The principles adopted for the establishment ofLikieng Lab were:

- Openness: to create a process based on the iggthefr many
perspectives to achieve rapid progress.
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- Realism: to facilitate the establishment of rédal-situations focusing
on everyday activities.

- Empowerment: to engage participants in developamgl finding
solutions based on their needs.

- Spontaneity: to allow the exploration of persas@ltions, contributing
to meet real needs.

- Continuity: to strengthen creativity and innowoati

6.5.4 Focus groups

Focus groups were realized for both the case studigh the aim of gathering
information and feedback, allowing the observatibpeople in a more natural
conversation pattern than typically occurs in a-tmene interview.

In particular this has provided the opportunity fe@wus on specific aspects
related to participation processes, awareness @fitkolvement, level of
emancipation, perceptions, opinions, beliefs, atitudes towards the services
experimented.

Adopting a critical approach to focus groups, déstons have involved
different participants (4-5 per focus group) ancegiions were asked in an
interactive group setting where participants weee fto talk with other group
members, providing the opportunity to analyse ttiengith with which both
individuals and groups hold an opinion.

210



CHAPTER 7 — Final remarks

In this section, | put forward the findings from mgsearch. | will start by
repeating the initial hypothesis and objectivesngfthesis. Then | will present
a description of the results and how these findcags have an impact in terms
of actions and finally the constant pedagogic festudentified when applying
participatory and emancipatory approaches.

The focus of my research was to demonstrate“imbpen participation in the
co-creation of the service and environment, makeseasier for vulnerable
groups”. Gaining more knowledge about how the involvemantulnerable
groups such as becoming co-creators of servicesgareh, products or
environment can facilitate their lives.

My contribution to the body of knowledge of pamtiatory and emancipatory
approaches has been outlined with the aim to imgedst the theoretical
background and to observe two case studies focasedow to apply these
approaches in the intervention with vulnerable gsyun particular persons
with disabilities.

The general objective of the research was to furdldeance the understanding
of the potential of participatory and emancipat@pgproaches in terms of
inclusion, with a special emphasis on the involvethempowerment and self-
determination of persons, as advocated from thepgetive of the Civil and
Human Rights approach to disability.

The specific objectives were:

a) To define an overview of the theoretical assimngt of Inclusive
Education. Starting from the definition of the termf disability and
inclusion, following with a brief historical overiv of the main models
and approaches to disability.

b) To focus on concepts, tools and methodologias @ddress existing and
emerging needs, such as the lack of examples,iggacexperimentations
oriented at an effective inclusion in the procesdete design of services,
research and environment, using participatory anghaneipatory
approaches. This has led to the analysis of thppeoaches viewed as
instruments for cutting the roots of marginalizaticsupporting active
citizenship and socially innovative actions.
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c) To analyze two different case studies focused panticipatory and
emancipatory approaches in order to verify the aete hypothesis. In
particular assessing if these approaches - oncéiedpp are able to
effectively support the shift from situations baseda medical model of
disability (passive situation), towards ones basedivil and human rights
(active situation). Therefore placing the persothwvhier/his needs, desires,
objectives and expectations at the centre of astm interventions.

The knowledge | wished to contribute with this iBes positioned on two
different levels - conceptual and practical — anel tombination of these two
levels is the most innovative aspect of my work.

On a general level, my contribution is comprise@ @&election of international
documents and literature which is presented spadlifi in the entire first part
of the thesis (chapter 1-5).

This selection is the result of an associative asajptive process characterized
by three main ingredients: the frame of refereribe, methodology and the
areas of concern (Checkland and Holwell, 1998).

This means that a particular combination of linkesceptual categories was
used in the methodology as a means of exploringhe@fareas of concern,
analyzed through the case studies (chapter 6).

Reporting this sample of literature on approackiespries, methods and tools
also has a methodological value since it was ssledn the basis of my
personal experience, both as a researcher andlaetigperson.

On a specific level it concerns the analysis ofdase studies and the operative
findings that could be applied to many other cotgtex

Concerning the first case study, about the devetmpnof a service of
“Smarthomes for independent living experiencestegards the introduction of
an “inclusive educational aim” in contexts usuatliyaracterized mainly by
rehabilitation and functional assessments.

Through the participatory approach applied, theecstsidy has showed that
interaction between the participants (vulnerableugs) and professionals
(operators of different fields) is not only a matté transformation of social
relations — that is the prerequisite to develogiagally innovative actions - but
also a matter of awareness and better understardivhat persons can do
(capability), increasing their inclusion and consemgfly their self-
determination and self-esteem.

In this case the inclusive educational aim hasierfted and has benefited from
the influence of all the persons involved, throulé realization of a learning
environment characterized by mutual collaboratsimring and participation,
creating a virtuous spiralling cycle.
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Regarding the second case study on the experin@ntidtthe “Life Coaching”
method applied in a medical context, findings shsWwew it could be useful to
introduce a non-medical method of intervention gdagn the concept that it is
the person, not the patient, who is living, feelimgshing, and acting, despite
illness or disability. Therefore, the operative teet of my work has
demonstrated that an emancipatory approach may gnaiyncreasingly larger
role in facilitating a persons’ life.

Since participatory and emancipatory approaches ta explicit intention “to
do real things” with “real people”, they need tocbme more pervasive in
many different contexts in order to construct thality they wish to achieve.

To make the findings from this thesis compreheesiahd applicable in
different contexts, such as academic researchihhaatl social care services,
associations, assistive technology centres, workgyvironments, and
especially in educational contexts, following aeparted possible impacts of
research in terms of actions:

a) Formative evaluation of participatory and empatory approaches applied
to the areas of concern: the participatory desigra cservice for the
development of autonomy (independent living). Tkpegimentation of a
non-medical model of intervention with persons wdikabilities aimed at
putting at the centre of the process the persoh heétr/his goals, desires,
expectations, supporting her/his emancipation.

b ) Development of a theoretical and operative &awork that provides policy
and decision-makers with scientific evidence bdde to support the shift
from a medical model of disability towards one lhs®m the Civil and
Human Rights approach.

c) ldentification of the “constant pedagogical teas” that could support and
facilitate inclusive processes, and are: partiogpatemancipation, self-
determination and empowerment. These features ssengal for the
development of a socially innovative scenario thlbws an effective
transition from a situation of passivity, sicknessl patient care to a new
one based on the person’s commitment to active aotk participation in
the elaboration of his/her own project of life.
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Future research

During my research, | have identified some aspies| believe are important
to do more research about. These aspects aredrealatéhe need of more
understanding and realization of experiences ofugince practices. Not only
with educational purposes, but also with the waler to shift from a situation
of passivity (medical model) to a new scenario Hasm the person’s
commitment to an active role in the elaboratiorhisfher own project of life
(Civil and Human Rights model).

| have also identified the need to further expltoels that can contribute to
create scenarios in which services, researchegjupt® and environments
become more accessible and easier to use, favailimately a greater
inclusion. When it comes to understanding the pigdtion and emancipation
are innovative and recent approaches, | have adkdged that there is a need
of more research about practices in order to Inawe= insights into how these
approaches can support changes in society at large.

Related to the need of non medical methods ofvetdion, | have recognized
that in the future we need to develop more experimaesearch and practices
with the involvement of vulnerable groups. Becatissre are several aspects
that need to be understood if participatory andrempatory approaches should
have a sound scientific foundation and become taldgow.

One thing | believe needs more research with thelwement of vulnerable
groups as co-creators of knowledge is the key jpiecAt the moment, this
principle is derived empirically, but needs to belerpinned more theoretically
and elaborated upon. Related to that, | want tbliglt the importance of more
research into the approaches of participation andneipation and how these
can be incorporated in organizational processes.

Another aspect | consider as relevant here isrbkisiveness of the process,
that means how can we use participatory and ematocip tools for design
inclusive processes, and how we should handlentleennation generated from
these processes. If those approaches are applididfenent contexts, | see a
need to gain insights of their characteristics, #reddriving force behind these
inclusive processes.

Finally, 1 believe that it would be fruitful to dmore research on the key
principles of emancipation, empowerment and seiémaination. To develop
sustainable tools, methods and practices for irtd view it as important to
understand how the principles affect and suppart @her as well as knowing
how these principles take form in different sitoas.
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Reflecting on the research and learning process

To conclude this thesis, my last reflection is & tresearch and learning
process that | have undertaken during my doctoaéence.

First of all, my ambition in writing this thesis $ideen to describe theories,
approaches, methods and tools as detailed as [go&siinake it possible for the
reader to understand the background, the conceytshaw the analysis has
been made, and from that being able to judge if intgrpretations are
reasonable.

During my doctoral path, as a researcher and alédastudent, | have been
involved in activities and projects with a multidiglinary approach and the
participation of professionals from different fisld

The possibility of working together with people litlifferent backgrounds,
competences, expectations and desires has deepsnedsights about my
research area. All the collected knowledge andchlegrexperience that | have
gained, especially during the observations of thsecstudies, cannot be
explained and discussed easily in a thesis. Thexesa many things | have
learned that go beyond the scope of this thesis.

The first thing is that in academic conferences semiinars, too often persons
belonging to vulnerable groups, such as disableélderly, are absent and
when attending are only as witnesses or testetsnéxer as co-researchers.
Listening to some academics talking about situatitimat they have never
experienced can be compared to listening to a whie talking about the
emancipation of black women. | feel the need tamkhall the people with
disabilities encountered and from whom | have ledrso much.

When | began my research, the main focus was oticipatory and
emancipatory approaches. | connected to mainly and human rights, but as
time went on, the focus also included concepts sschctive citizenship and
social innovation. | am not certain if it is my easch that caused this inclusion,
or if it is due to environmental influences. Haviag action-participatory-
research approach makes me hope that my researichh@yve an actual impact
on the inclusion of vulnerable groups.

Another aspect that | have experienced during rsgaech is the challenge of
conducting both an experimentation (as coach cdimdutife Coach sessions
with persons with disability) and observationstet same time. This situation
put high demands on me as researcher and disableel &ware of my role in
the process of analysis and to keep the researdbcirs while performing
activities. In my experience participatory and eoipatory approaches
represent a new challenge for the definition ofrgbresearch protocols.
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I have handled this issue through a constant neflaction on the research
processes that have been described in this thesis.

Finally, if I ask myself: “what can one learn framy lessons?”, the answer is
that | believe that it is time to adopt a more $tadi approach for the realization
of an effective inclusion of vulnerable groups. digh the modernization of
our methods and tools, we can empower personsasahtty are able to play a
central role in the definition of their life projeclhis facilitates the process of
inclusion using participatory and emancipatory apphes for the design of
socially innovative actions.
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PR: Participatory Research

P&ER: Participatory & Emancipatory Research

Sl: Social Innovation

SME: Small Medium Enterprise

UCD: User-Centred Design

UN: United Nations

UNCRPD: United Nations Convention on the Rights Bérsons with
Disabilities

UNESCO: United Nations Educational, Scientific &wtural Organization
UNICEF: United Nations International Children’s Emgency Fund

UPIAS: Union of the Physically Impaired Against Ssgption

WHO: World Health Organization
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