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“The Life | Wish”: The Right Of A True
Existence

“La vita che vorrei”: il diritto a una
esistenza vera

“The Lifc I Wish” is an expcrimcntal project started in Trieste in 2012 aimed at
promoting the indepcndent living ofpeopic with disabilities. In some aparrment,
defined as “School Homes”, young persons (from 18 to 35 years old) with low
intellectual disabilities may prove themselves in achieving the highest possible
level of autonomy (practical, affective and relational) under the guide of some
“education workers”.

The intervention of the education workers is not ﬁnaiizcd to ensure, for the disabled
peoplc, the continuation of the “School Home”, but rather to the ﬁnal exit fi’om it. In
fact, their intervention envisages the possibility to build scif—sufﬁcient living units
that may be defined “Home-Home”. In this sense technologies, and even more the
ability o exploit them efficiently (Cook, 2011), can become a useful contribution for
supporting people’s independent living. It is important to identify how and on what
occasions ccchnoiogics are functional for pcoplc with disabiiity.

In this paper we present some prciiminary results related to a participatory research
study on peopic with intellectual disabilities involved in co-constructing strategies
that can facilitate their autonomy in independent living through the use of recent
low-cost technological devices.

Marco Tortul Fondatore e attuale direttore generale dell'associazione “Oltre Quella Sedia Onlus”. Ha una lunga esperienza
operativa nel campo dell'intervento sociale con particolare riferimento alla disabilita intellettiva e alla fragilita giovanile.

Luca Gubbini Dipendente dell'associazione “Oltre Quella Sedia Onlus”. Si occupa principalmente di progettazione sociale e
della gestione dei rapporti tra associazione ed Enti locali.

Elena Bortolotti Universita degli Studi di Trieste, Dipartimento Studi Umanistici. Docente di Didattica e Pedagogia Speciale.
Gliinteressi di ricerca riguardano il tema dell'inclusione scolastica e sociale.

Marilina Mastrogiuseppe Universita degli Studi di Trieste, Dipartimento Studi Umanistici. Assegnista di ricerca presso il
Dipartimento di Studi Umanistici dell'Universita di Trieste. Psicologa dello sviluppo con un PhD in Scienze Psicologiche e
dell'Educazione e un'esperienza di ricerca nel campo delle disabilita intellettive.
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“I had three chairs in my house; one for solitude, two for fricndship, and three for company”
Henry D. Thoreau, Life in the woods.

General Introduction

Actention to the rights of people with disabilities leads us to consider the importance
of two fundamental and not exclusive conditions: being a person, and having a disability.
The term disability implics a hugc variety of situations and issues, and involves the need to
evaluate the functioning and spcciﬁcity of each individual (ICE, 2001; ICF-CY, 2007).

In indcpcndcnt living projects, Information and Communication chhnologics (ICTs)
can become useful tools to facilitate the organization and management of daily life of people
with Intellectual Disabilities (ID).

In gcncm], ICTs are intended to facilitate various aspects of pcoplc’s existence. In par-
ticular, Assistive chhnology (AT) offers a wide range of products with low and high tech-
nologicql content that offset pcoplc’s functional difficulties. Thcv are highly present in edu-
cational environments and aimed at pursuing the perspective ofinclusion (Baroni e Lazzari,
2013). The more advanced ICT solutions not only act as functional prostheses (e.g. exps anded
keyboards, alternative pointers to the mouse or screen readers), but also as social ones. In
facr, thcy have the double function of‘cognitivc and social amplificrs (Lazzari, 2014). These
advanced solutions aim at bcttcting the lcarning experience ofpcoplc and rcndcring it more
inclusive. Moreover, thcy increase the opportunities for crnpioymcnt, education, and social
participation for pcopic with disabilities (Bcntivcgna, 2009).

Technologics, but even more the ability to exploit them efficiently (Cook, 2011), can
become a uscful concribution for supporting people’s independent living. It is important
to identify how and on what occasions ICTs are functional for people with disability: an
investigation that requires the active involvement of pcoplc with disability to ﬁgurc out
their real needs. Studies on spccial education and on ICTs field can, therefore, find a very
productive meeting place.

If well scudied, tcchno]oge% can find domains of application truly functional, compen-
satory and, why not, amusing for subjects with intellectual disabilicies. In this direction,
a flurishing research topic investigates how technologies may help in supporting the au-
tonomy ofpcoplc with ID in the indcpcndcnt iiving (c.g. Evmenova et al., 2018). This litera-
ture lacks attention to involve the point of view of the pcoplc with disabilities within the
research process. Including the voice ofpcopic with intellectual disabilities in the processes
of investigation would be very relevant since these people are considered experts in their life
experience (Correia et al., 2017).

Oltre quclla Sedia’s experience

The so called “The life I wish” is an cxpcrimcntal project that Oltre quclln sedia ONLUS
launched in 2012 as an attempt to respond at the unsolved request and expressed needs of
many families and their children through something innovative and different from all che
other welfare services in Trieste. An apartment, in the city center of Trieste, defined “School
Home™: an opportunity for young people, with low intellective disabilities and fragilities, to
prove themselves in achieving the highcst possiblc level of autonomy.

The operative model was suggcstcd by the Convention on the rights ofpctsons with disabili-
ties adoptcd by the United Nation in 2006 and ratified by the Italian Parliament in March 2009.
The Convention promotes a new way of thinking the person with disability: from an “objcct’7
of charity, medical trearment and social protection, towards a “subject” with rights, capable of
c]aiming those 1'ig]1ts, mnking decisions, as well as bcing an active member of the society.
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Inspircd by these principlcs, our mission is to create educational actions based on a
Changc ofpcrspcctivc in the way pcoplc with disabilities are usually pcrccivcd: from a view
of a disabled person, to a view of a person “able of”. The goal is to guarantee that the person
might get through his/her own idcntity pursuing all his/her own potcntiality.

In this issue the family plays an essential role: parents progressively become able to get
over a detachment and to accept the separation. When this liappcns, the child is able to fully
dcvclop his/her own level of autonomy, without the sensation ofbcing squashcd under the
hcavy Wcight of rcsponsibility and sense of faulc. In this way, parents perceive the need of
autonomy from the child and discover again their need of autonomy.

[t is important to underline that the concept behind “The Life I Wish” project justifies its
existence in the following goal: the aim of the educational intervention is not the mainte-
nance of the person with disnbility at the School Home, but rather his final exit from it. The
prosecution of the experience should cnvisage the possibility to build self-sufficient liVing
units that may be defined “Home-Home”.

In 2015 the municipality of Trieste signcd an agreement with the association and the
research project, still as an experiment, was added as an option to the city welfare service.
This decision was taken in line with the ultimate social care objectives established by the
regional administration to renew and cxpand the social services. At that point, it became
crucial for the project to reinforce the relation with the society and the territory: it is no
more just about what may happcn inside the “School-Home” but what these placcs and
their “residents” may do for the whole citizenry to improve our living, overturning the
underlying logic of disabilities and also producing a “Resonance Rate” useful to promote
a cultural change.

In 2018 the project faced a new challenge: on their own, two persons decided that was
the time to make a move and asked to leave behind the “School-Home” for actunlizing the
“Home-Home” prospect. The challcngc was taken and the association started to consider
new prospective to support its objectives. At the moment, we are conducting, in collabora-
tion with the University of Trieste, a project aimed at considering the use of new technolo-
gies (low budget ones) to enhance independent living processes.

Mcthodologics and Main Results

This study aims to present the participatory research mcthodology through which peo-
plc with intellectual disabilities are involved in co-constructing strategices that can facilitate
their autonomy in independent living through the use of recent low-cost technological devices
(Google Home with video display). The study was divided into two main phases.

Phase 1: Exploratory Participatory Research

The first phasc of the study involved 2 participants with 1D, who has been lived for about a
year in an apartment dcsigncd for an indcpcndcnt life. The participants were tested through
a focus group aimed at investigating the following aspects: (i) the motivation to introduce
technology to support their daily life management; (ii) che difficulties usually encountered in
managing autonomys; (iii) how technology could help to solve these difficulties.

From the analysis of the focus groups emerged a strong enthusiasm from the participants
in the introduction of the Googlc Home device with video display to support autonomy in
indcpcndcnt living. Three main themes Cmcrgcd from the questions about difficulties usually
encountered by partecipants in everyday life and about arguments on how technologies could
help them to overcome obstacles: (i) the difficulty of retrieving procedural information (such
as housckeeping or cooking) could be supported by the possibility of having instructions; (ii)
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the difﬁculty of retrieving some spcciﬁc information that hinder the proper management of
work and medical aspects could be overcome, for cxamplc, by the possibility of having re-
minders before appointments; (iii) the difficuley of managing frustration in some phases of the
day could be overcome by the possibility of receiving positive thoughts and encouragement.

Phase 2: Co—dcsign of contents for the device

The previous cxploratory phase allowed to nnalyzc the obstacles that people with ID usunlly
encounter in indcpcndcnt life and their ideas and perceptions on how the proposcd device
could hclp to support their autonomy. In the second research phasc the two subjccts par-
ticipated in the co-design of a prototype of content for the device. In particular, participants
created a check-list that may help in remembering all the steps concerning the cleaning of the
bathroom and kitchen. The contents of this check-list were created using an Casy—to—rcad lan-
guage (c‘g. WWW.Casy—torcadcu/?pagc_id:17) and the written information was accompanicd by
signiﬁcant images to support memory processes.

The next steps of the research will be:

+  implementation of content on the device through collaboration with a company (Ka-
pamo, located in Trieste) that deals with voice applications;

. verification of the effectiveness of the device: it is planncd to let the two participants use
the tool for a period of two months and then detect, through a direct semi-structured
interview, their satisfaction of the device. In this phasc, the collection of their feedback
and a possiblc modiﬁcation/intcgration of the contents in the perspective of a totally
participated design is foreseen;

+ in the long term, the research project will see the implementation of new content that
can support the autonomy of participants with ID (c.g. creation of recipes, reminders of
appointments, ). Teis also planncd to extend the project to other realities ofindcpcnd—
ent life and, therefore, to other pcoplc with intellectual disabilities in order to cxpand
its applicability to a wider range of users with different educational needs.

Conclusions

By recognizing the equal right of people with disabilities in “living independently and
bcing included in the community”, Article 19 of the Convention on the rights of persons
with disabilities (2006) encourages the dcvclopmcnt of services to support participation
for all in the community.

In that sense the research project “The Life I Wish” promoted by the Olere quella sedia
ONLUS represents an innovative service, based on person-centered principles, suited on
individual’s needs and expectations.

In order to promote the full participation and inclusion, the project is user-driven,
which means that pcoplc with disabilities are strictly involved in the dcsign, implcmcnta—
tion and evaluation of services.

Starting from this perspective, the present paper prcscntcd some preliminai‘y resules
related to a participatory research study in which people with intellectual disabilities
were actively involved in understanding their ideas through the introduction of low-cost
tcchnological devices in indcpcndcnt liVing setting. The study is aimed at undcrstanding
which needs of disabled pcoplc living in community based care serrings could be met
through the use of Assistive chhnologics (AT), and how AT could be functional for peo-
ple with disability.

The active collaboration of people with ID has proved to be fundamental in all the
research phascs giving interesting results on participant’s needs and ideas.
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In particular, the Cxploratory investigation phasc rcportcd in the present article in-
volved a first visit by two researchers in the “Home-Home” and the involvement of the
two participants in three focus groups.

The analysis of the interviews showed participant’s point of views with respect to: (i)
their motivation to introduce technology (i.e. Google Home device) to support their daily
life management; (i1) che difficulcies they usun]ly encounter in mannging autonomy; (iii)
their suggestions on what tcchnology could do to hclp solving these difficulties. An imme-
diate next research step will be: (i) the co—dcsign of content for the device using simpliﬁcd
1anguagc; (ii) che verification of the effectiveness of the device in supporting autonomy.

Several studies showed that assistive technology, which draws on advances in technology,
can enhance community living and social inclusion of people with ID (see Boot et al., 2018
for a review of the literature). In chat sense, cthe inclusion of peoplc with ID as informants
in research is critical to encourage their point of view, recognizing the knowledgc thcy can
bring to research in this promising field (Bortolotti and Mastrogiuscppc, in publication;
Correia et al., 2017).
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II volume affronta il tema dell’abitare presentan-
do i risultati di studi, ricerche e sperimentazioni di
architettura in chiave inclusiva, raccolti in occasio-
ne del convegno dal titolo “Abitare inclusivo” orga-
nizzato a Udine nel 2019. Il progetto che ha reso
possibile questa antologia strutturata di esperienze
nasce dalla volonta dei componenti del Cluster Ac-
cessibilita Ambientale della Societa Scientifica della
Tecnologia dell’Architettura (SITdA), di rilevare un
modello funzionale attuale di riferimento scientifico
interdisciplinare dell’architettura, declinato alle di-
verse scale delle opere, dei prodotti e dei processi,
per I'avanzamento tecnologico di una progettazio-
ne sempre piu mirata alla persona e al suo valore in
un processo etico di sviluppo sociale.
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