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“The Life I Wish”: The Right Of A True 
Existence  
“La vita che vorrei”: il diritto a una 
esistenza vera

“The Life I Wish” is an experimental project started in Trieste in 2012 aimed at 
promoting the independent living of people with disabilities. In some apartment, 
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 finalized to ensure, for the disabled 
people, the continuation of the “School Home”, but rather to the final exit from it. In 
fact, their intervention envisages the possibility to build self-sufficient living units 
that may be defined “Home-Home”. In this sense technologies, and even more the 
ability to 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 technologies are functional for people with disability.
In this paper we present some preliminary results related to a participatory research 
study on people 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.

“I had three chairs in my house; one for solitude, two for friendship, and three for company”
Henry D. Thoreau, Life in the woods.

General Introduction
Attention 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 implies a huge variety of situations and issues, and involves the need to 
evaluate the functioning and specificity of each individual (ICF, 2001; ICF-CY, 2007).

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

In general, ICTs are intended to facilitate various aspects of people’s existence. In par-
ticular, Assistive Technology (AT) offers a wide range of products with low and high tech-
nological content that offset people’s functional difficulties. They are highly present in edu-
cational environments and aimed at pursuing the perspective of inclusion (Baroni e Lazzari, 
2013). The more advanced ICT solutions not only act as functional prostheses (e.g. expanded 
keyboards, alternative pointers to the mouse or screen readers), but also as social ones. In 
fact, they have the double function of cognitive and social amplifiers (Lazzari, 2014). These 
advanced solutions aim at bettering the learning experience of people and rendering it more 
inclusive. Moreover, they increase the opportunities for employment, education, and social 
participation for people with disabilities (Bentivegna, 2009). 

Technologies, but even more the ability to 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 ICTs are functional for people with disability: an 
investigation that requires the active involvement of people with disability to figure out 
their real needs. Studies on special education and on ICTs field can, therefore, find a very 
productive meeting place.

If well studied, technologies can find domains of application truly functional, compen-
satory and, why not, amusing for subjects with intellectual disabilities. In this direction, 
a flurishing research topic investigates how technologies may help in supporting the au-
tonomy of people with ID in the independent living (e.g. Evmenova et al., 2018). This litera-
ture lacks attention to involve the point of view of the people with disabilities within the 
research process. Including the voice of people 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 quella Sedia’s experience
The so called “The life I wish” is an experimental project that Oltre quella 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 the 
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 highest possible level of autonomy.

The operative model was suggested by the Convention on the rights of persons with disabili-
ties adopted 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 “object” 
of charity, medical treatment and social protection, towards a “subject” with rights, capable of 
claiming those rights, making decisions, as well as being an active member of the society. 

Marco Tortul, Luca Gubbini, Elena Bortolotti, Marilina Mastrogiuseppe
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Inspired by these principles, our mission is to create educational actions based on a 
change of perspective in the way people with disabilities are usually perceived: 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 identity pursuing all his/her own potentiality.

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 happens, the child is able to fully 
develop his/her own level of autonomy, without the sensation of being squashed under the 
heavy weight of responsibility and sense of fault. In this way, parents perceive the need of 
autonomy from the child and discover again their need of autonomy.

It 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 disability at the School Home, but rather his final exit from it. The 
prosecution of the experience should envisage the possibility to build self-sufficient living 
units that may be defined “Home-Home”.

In 2015 the municipality of Trieste signed 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 expand 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 happen inside the “School-Home” but what these places 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 actualizing the 
“Home-Home” prospect. The challenge 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.

Methodologies and Main Results
This study aims to present the participatory research methodology through which peo-

ple with intellectual disabilities are involved in co-constructing strategies 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 phase of the study involved 2 participants with ID, who has been lived for about a 

year in an apartment designed for an independent 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) the difficulties usually encountered in 
managing autonomy; (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 Google Home device with video display to support autonomy in 
independent living. Three main themes emerged 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 housekeeping or cooking) could be supported by the possibility of having instructions; (ii) 

the difficulty of retrieving some specific information that hinder the proper management of 
work and medical aspects could be overcome, for example, by the possibility of having re-
minders before appointments; (iii) the difficulty of managing frustration in some phases of the 
day could be overcome by the possibility of receiving positive thoughts and encouragement.

Phase 2: Co-design of contents for the device
The previous exploratory phase allowed to analyze the obstacles that people with ID usually 

encounter in independent life and their ideas and perceptions on how the proposed device 
could help to support their autonomy. In the second research phase the two subjects 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 easy-to-read lan-
guage (e.g. www.easy-toread.eu/?page_id=17) and the written information was accompanied 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 planned 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 phase, the collection of their feedback 
and a possible modification/integration 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 (e.g. creation of recipes, reminders of 
appointments, …). It is also planned to extend the project to other realities of independ-
ent life and, therefore, to other people with intellectual disabilities in order to expand 
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 

being included in the community”, Article 19 of the Convention on the rights of persons 
with disabilities (2006) encourages the development of services to support participation 
for all in the community.

In that sense the research project “The Life I Wish” promoted by the Oltre 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 people with disabilities are strictly involved in the design, implementa-
tion and evaluation of services.

Starting from this perspective, the present paper presented some preliminary results 
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 
technological devices in independent living setting. The study is aimed at understanding 
which needs of disabled people living in community based care settings could be met 
through the use of Assistive Technologies (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 phases giving interesting results on participant’s needs and ideas. 
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In particular, the exploratory investigation phase reported 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; (ii) the difficulties they usually encounter in managing autonomy; (iii) 
their suggestions on what technology could do to help solving these difficulties. An imme-
diate next research step will be: (i) the co-design of content for the device using simplified 
language; (ii) the 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 that sense, the inclusion of people with ID as informants 
in research is critical to encourage their point of view, recognizing the knowledge they can 
bring to research in this promising field (Bortolotti and Mastrogiuseppe, in publication; 
Correia et al., 2017).

Bibliography
Baroni, F., Lazzari, M. (2013). Tecnologie informatiche e diritti umani per un nuovo approccio all’accessi-

bilità. Italian Journal of Disability Studies, 1, 1, pp. 79-92.
Bentivegna, S. (2009). Disuguaglianze digitali. Le nuove forme di esclusione nella società dell’informazione. Roma: 

Laterza.
Boot, F., Owuor, J., Dinsmore, J. and MacLachlan, M. (2018). Access to assistive technology for people 

with intellectual disabilities: a systematic review to identify barriers and facilitators. Journal of Intellec-
tual Disability Research, 62(10), pp.900-921.

Bortolotti E., Mastrogiuseppe, M. (in publication). Accessibilità ai siti culturali per la disabilità intellettiva: 
metodologie, tecnologie e processi di adattamento. Nuova Secondaria Ricerca, Roma: Studium Edizioni.

Cook, D.A., Hatala, R., Brydges, R., Zendejas, B., Szostek, J.H., Wang, A.T., Erwin P.J., Hamstra S.J.
(2011). Technology-enhanced simulation for health professions education: a systematic review and meta-

analysis. JAMA. 306(9):978-88. 
Correia, R.A., Seabra-Santos, M. J., Campos Pinto, P., Brown, I. (2017). Giving Voice to Persons With 

Intellectual Disabilities About Family Quality of Life. Journal of Policy and Practice in Intellectual Disabi-
lity, 14 (1), pp. 59-67.

Council of Europe Secretariat (2006). United Nations draft “International Convention on the Rights of Persons 
with Disabilities”: Drafting proposals and comments. On: www.un.org/esa/socdev/enable/rights/ahc8docs/
ahc8eucouncil1.doc (accessed on May 2007).

Evmenova, A. (2018). Preparing Teachers to Use Universal Design for Learning to Support Diverse Lear-
ners. Journal of Online Learning Research, 4(2), pp. 147-171.

Lazzari, M. (2014). Informatica umanistica. Seconda edizione. Milano: McGraw-Hill.
World Health Organization (2001). International Classification of Functioning, Disability and Health: ICF. 

Geneva: WHO.
World Health Organization (2007). International classification of functioning, disability and health: Children 

and youth version: ICF-CY. Geneva: WHO.



,O� YROXPH� DዽURQWD� LO� WHPD� GHOO૷DELWDUH� SUHVHQWDQ-
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 volontà dei componenti del Cluster Ac-
FHVVLELOLW¢�$PELHQWDOH�GHOOD�6RFLHW¢�6FLHQWLዾFD�GHOOD�
7HFQRORJLD� GHOO૷$UFKLWHWWXUD� �6,7dA), di rilevare un 
PRGHOOR�IXQ]LRQDOH�DWWXDOH�GL�ULIHULPHQWR�VFLHQWLዾFR�
LQWHUGLVFLSOLQDUH�GHOO૷DUFKLWHWWXUD��GHFOLQDWR�DOOH�GL-
verse scale delle opere, dei prodotti e dei processi, 
SHU�O૷DYDQ]DPHQWR�WHFQRORJLFR�GL�XQD�SURJHWWD]LR-
ne sempre più mirata alla persona e al suo valore in 
un processo etico di sviluppo sociale.

The volume deals with the issue of living in an in-
clusive point of view by presenting the results of 
contributions, research experiences and design ex-
periments collected at the international conference 
“Inclusive Living” organized in Udine in 2019. Start-
ing from the will of the Accessibility Cluster of the 
,WDOLDQ� 6RFLHW\� RI� $UFKLWHFWXUDO� 7HFKQRORJ\� �6,7dA), 
this structured anthology of experiences aims to de-
ዾQH�D�IXQFWLRQDO��LQWHUGLVFLSOLQDU\�DQG�VFLHQWLዾF�UHI-
HUHQFH�PRGHO� LQ� WKH�ዾHOG�RI� DUFKLWHFWXUH�� 7KLV�KDV�
WR�EH�GHFOLQHG�DW�GLዽHUHQW�VFDOHV�RI�ZRUNV��SURGXFWV�
and processes so it can guarantee the technological 
progress of a design that is increasingly targeted to 
the person and its value into an ethical process of 
social development.

9 788832 050448

ISBN 978-88-32050-44-8

Anteferma Edizioni € 32,00


