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1. Introduction 
 
 Schools and services are called upon to design inclusive environments and 
educational opportunities (United Nations, 2006; World Health Organisation, 
2001), which guarantee a better Quality of Life (QOL) for persons with 
disabilities (IDD) and their families.  
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Abstract 
The concept of quality of life (QOL) has become a measurable construct of great 
value to all people, including people with intellectual and developmental 
disabilities (IDD). In particular, the field of IDD is currently experiencing a 
paradigm shift related to beliefs, assumptions, policies, and practices concerning 
people with disabilities and their families and the place and role they play in 
society. This article starts by reconstructing the state of the art of the application 
of QOL in Social Services, reconstructing its research developments, 
operational declinations and influences in social policies in Spain and Italy. 
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Indeed, enhancing one’s Quality of Life (QOL) is the prerequisite to 
guarantee the establishment of contexts, services and policies capable of 
ensuring the full and active participation of persons with IDD. 

Starting from these considerations we will focus our attention on Quality of 
Life as a framework for the construction of inclusive design (Giaconi & Del 
Bianco, 2018). The importance of this reflection lies in systemic and ecological 
actions that require significant skills in terms of observation and reading of 
contexts, identification of barriers and facilitators in the design of 
individualised and personalised supports that can guarantee the participation of 
each person, taking into account the differences in available resources and 
opportunities. 

The 2030 Agenda for Sustainable Development (ONU, 2015) has strongly 
called for the need to design environments that ensure that every person has 
access to institutions, resources and opportunities to live fully in society, 
respecting (and guaranteeing) present and future generations. The various types 
of intervention aimed at making educational contexts accessible are developed 
through an interdisciplinary design approach capable of interacting with the 
complexity that characterises today's living contexts. 

This requires that attention is given to reasonable accommodation and 
supporting people with IDD with flexibility and consistency across different 
needs and inequalities. Improving one’s QOL requires understanding the 
epistemological model of QOL and applying QOL guidelines targeted to 
educational and instructional designs in different contexts. This we do in the 
following three sections of this article. We conclude the article by discussing 
the design of adult life pathways for people with IDD. 
 
 
2. The Quality of Life Supports Model 
 

The field of intellectual and developmental disabilities (IDD) is currently 
experiencing a paradigm shift relative to beliefs, assumptions, policies, and 
practices regarding people with disability and their families, and the place and 
role they play in society (Schalock et al., 2022). A basic component of this new 
paradigm incorporates the Quality of Life Supports Model (QOLSM; Gómez et 
al., 2021a, 2021b; Verdugo et al., 2021). This new paradigm, inclusing the 
QLSM, is replacing the historical paradigm that emphasized defectology, 
segregation, devaluation, and facility-based services with a community-based 
approach.  

As explained by Gómez et al. (2021b), the QOLSM consolidates core values 
related to social-ecological model of disability; the capacity and potential of 
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individuals to grow and develop (Nussbaum, 2011; Wehmeyer, 2013); the new 
disability rights paradigm created by the Convention on the Rights of Persons 
with Disabilities (United Nations, 2006) that emphasize legal, economic, social, 
and cultural rights (Claes et al., 2016; Esteban et al., 2021; Gómez et al., 2020, 
2021b; Harpur, 2012; Lombardi et al., 2019; Mittler, 2015; Morales et al., 2021; 
Verdugo et al., 2012); the emphasis on context, self-determination, inclusion 
and equity (Morán et al., 2019; Schalock et al., 2020; Shogren et al., 2021; 
Vicente et al., 2019; Wehmeyer, 2020); the use of best practices and value-
based outcomes-based evaluation (Gómez et al., 2012, 2022; Gómez & 
Verdugo, 2016; Schalock et al., 2011); and the commitment to address a 
person’s support needs and foster opportunities to enhance individual 
functioning and personal well-being (Buntinx et al., 2018; Schalock et al., 
2021a; Thompson et al., 2015, 2016). 

The use of a conceptual and measurement framework such as the QOLSM 
provides a systematic approach to the evaluation process, providing an 
excellent opportunity for collaborative efforts among people with IDD, 
advocates, supports providers, relatives, researchers, and policy makers, 
keeping in mind a person-centered research approach that focuses on what is 
relevant to the person (Gómez et al., 2021b).  

In this way, the QOLSM unites WHAT is important (people’s QOL) with 
HOW to achieve it (supports). As we detail in the next sections, both essential 
constructs on which the new paradigm is based – QOL and supports –, each in 
its own way, have been an important shock in the field of disability, giving rise 
in recent years to important advances in people with disabilities’ lives, 
improvements in the organizations that provided them supports and changes in 
society’s attitudes.  
 
2.1. Quality of Life  
 

The concept of QOL has evolved from being a generic expression related to 
sociological analysis to materializing in a measurable construct of great value 
for people with IDD. In the eighties and nineties of the last century, several 
researchers from different countries began practical applications of the QOL 
concept linked to deinstitutionalization experiences. The call for an increased 
emphasis on the QOL of people with IDD lead to the development of a set of 
guidelines regarding the concept of QOL and its measurement. These 
guidelines emphasized that the conceptualization and measurement of the QOL 
concept should: (a) focus on the abilities and capabilities of people with IDD; 
(b) involve a collaborative effort among stakeholders, including people with 
IDD; (c) recognize people with IDD and their families are the best judges of 
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their QOL; (d) use multiple reliable and valid methods and multiple sources to 
assess or measure QOL.  

At the beginning of the 21st century, Schalock et al. (2002) published a 
consensus document regarding principles underlying the conceptualization, 
measurement, and application of the QOL concept.    
● Conceptualization principles were that QOL is multidimensional and 

influenced by personal and environmental factors and their interaction; has 
the same components for all people; has both subjective and objective 
components; and is enhanced by self-determination, resources, purpose in 
life, and a sense of belonging. 

● Measurement principles were that measurement in QOL involves the degree 
to which people have life experiences that they value; reflects the domains 
that contribute to a full and interconnected life; considers the contexts of 
physical, social, and cultural environments that are important to people; and 
includes measures of experiences both common to all humans and those 
unique to individuals. 

● Application principles were that QOL application enhances well-being 
within cultural contexts and should be evidence-based; and that QOL 
principles should be the basis for interventions and supports, and take a 
prominent place in professional education and training.  
The efforts materialized in the international research of the two previous 

decades were synthetized in a multidimensional proposal known as the QOL 
model by Schalock and Verdugo (2002), in which QOL is composed of wight 
intercorrelated domains (i.e., emotional well-being, physical well-being, 
material well-being, self-determination, social inclusion, personal 
development, rights, interpersonal relationships). The QOL domains just 
referenced reflect the QOL concept’s universal property, a clear focus on the 
individual, and application principles related to equity, inclusion, self-
determination, empowerment, and valued outcomes. The domains also provide 
a framework for policy development, supports planning, and outcome 
evaluation. Thus, as a critical element of the QOLSM, QOL domains can be 
used to guide collective efforts and provide measurable indicators to test the 
QOLSP. 

Since then, intensive and rigorous work has been carried out to develop 
QOL instruments by INICO at the University of Salamanca, which continues 
to this day. The scales developed have become an international reference for 
measuring QOL, and their application by professionals and social organizations 
has become widespread. Likewise, the application of the concept has made it 
possible to accompany and guide transformation processes of organizations 
towards inclusive goals and the exercise of the rights of people with IDD. 
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2.2. Supports 
 

Since the introduction of the concept of supports in the definition of 
intellectual disability in 1992 (Luckasson et al., 1992), its implementation has 
impacted the field of IDD in numerous ways like: (a) the use of standardized 
support need scales (e.g., Stancliffe et al., 2016; Thompson et al., 2015, 2016); 
(b) the development of support standards (e.g., Buntinx et al., 2018); (c) the 
implementation of personal support plans that align an individual’s support 
needs, personal goals, support strategies, and valued outcomes (e.g., Schalock 
et al., 2018a); and (d) the implementation of horizontally structured support 
teams that develop user-friendly support plans (e.g., Reinders & Schalock, 
2014). 

Systems of supports are a key component of the QOLSM. Support models, 
such as the QOLSM, focus on the fit between people and their environments, 
and approach disability as the expression of limitations in functioning within a 
social context. Support models posit further that: (a) disability is neither fixed 
nor dichotomized but rather flexible, depending on the person or family’s 
strengths and limitations and the supports available within the environment; 
and (b) one can mitigate the effects of one’s disability by designing 
interventions, services, and supports based on collaborative participation and 
an understanding of disability that comes from lived experience and knowledge 
(Amor et al., 2020; Baker et al., 2016; Schalock et al., 2018b, 2021a; Thompson 
et al., 2009, 2014).  

According to Schalock et al. (2021a), systems of supports are a broad range 
of resources and strategies that prevent or mitigate a disability or its effects; 
promote the development, education, interests, and welfare of individuals with 
IDD or their families; and enhance individual or family functioning and well-
being. Through the planning and delivery of a broad range of resources and 
strategies, they can also be used to guide the collective efforts regarding support 
provision, organization transformation, and systems change.  

Application of the supports paradigm results in one’s ability to assess the 
pattern and intensity of support needs and using this information for subgroup 
classification, aligning support needs to support strategies, and identifying and 
operationalizing systems of support elements (Gómez et al., 2021b). In this 
sense, AAIDD and INICO have also made an intensive work of development 
and adaptation of standardized assessment of support needs (e.g., Aguayo et 
al., 2019; Amor et al., 2021; Claes et al., 2009; Dizdarevic et al., 2020; 
Thompson et al., 2015, 2016; Verdugo et al., 2020). 
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3. QOL in Social Services: Research, Organizations Applications and Public 
Policy 
 
3.1 The State of the Art in Spain 
 

The advances of recent decades have had a huge impact in Spain in different 
scenarios and levels of the system, although there are still unresolved issues or 
that still need to be addressed with courage and determination (Verdugo, 2018). 
We are in the midst of a paradigm shift, which revolves around the abilities, 
potentialities, personal goals and rights of people with disabilities, and which 
has important implications, not only for our educational conceptions, but also 
for the science, politics,literature, economics, religion, and even our 
conceptions of the non-human world (Maslow, 1968). 

At the microsystem level, in recent decades, it can be seen in Spanish society 
the outstanding advances in competence and specialization of many 
professionals and the advanced level of organization and political 
representation achieved by organizations, family members and committed 
professionals. However, the road has only just begun, as families must acquire 
a greater role in the lives of their children, and professionals must move towards 
a more community role, increasing their skills and interdisciplinary 
collaboration.  

Over the last three decades, many professionals have benefited from 
postgraduate training and retraining opportunities that did not exist before in 
university settings, such as the master’s degrees on inclusion and QOL 
developed by INICO, which provide insight into the most current and 
innovative models, along with experiences most relevant national and 
international support organizations. In turn, support organizations have 
intensely and extensively promoted the learning of evaluation and intervention 
strategies from applied research and accredited professional experience 
(Lacasta, 2015; Tamarit, 2015). A clear example of the training received is the 
progressive application of support from a person-centered planning approach, 
which has resulted in better professional practices and better results for people 
with IDD. 

A pending challenge is the transformation of the traditional professional role 
towards an approach more linked to inclusion in the community and less to 
exclusively person-centered responses within the center itself: professionals 
must support people with IDD by providing them with new opportunities and 
building social networks in their natural environment to facilitate inclusion and 
a meaningful life plan, with constant and renewable goals. For this, professional 
and social values (such as dignity, respect, equity, empowerment, self-
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determination, inclusion, rights) are fundamental that are identified with 
positive principles and rules of conduct, that represent great individual ethics 
towards people and that determine the good practices of professionals, 
organizations and public policies (Schalock et al., 2018c; Verdugo, 2011). 
Another pending task for professionals is to promote and apply evidence-based 
practices (Schalock et al., 2011, 2016, 2017; van Loon et al., 2013), as well as 
to increase the transmission of knowledge from experience, publishing what 
works and what does not work and promoting critical reflection. 

For their part, relatives have been increasing their participation from the 
exclusive, traditional and permanent role of the mother to the effective 
activation of fathers and siblings. Relatives have played an important role in 
the development and consolidation of support organizations in Spain, but they 
have remained largely relegated in individual support programs and in 
decision-making on essential aspects for the future of their relatives. Today 
their voice about support needs and priorities is essential. So much so that 
public policies should regulate the participation of people with IDD and their 
families to guarantee their rights (Gómez et al., 2021b). 

At the mesosystem level, together with the extensive growth of services and 
the consolidation of many Spanish organizations, there is also a commitment to 
the development of good practices, the transformation of the services offered 
and their quality. A clear exponent is the transformation process promoted by 
Plena inclusion, which proposes person-centered services centered, giving 
relevance to the role of full citizenship (Gómez et al., 2022), personalized 
support and opportunities for inclusion (Schalock et al., 2021b), while advising 
organizational change processes with a consulting network (Lacasta, 2015; 
Tamarit, 2015). However, there is still significant resistance from some 
organizations to progress towards a community model. The causes of this 
resistance are diverse: lack of appropriate information and training, insecurity 
and fear of change, lack of financial incentives from administrations, personal 
and organizational interests, comfort and apathy... 

The strategy to overcome this situation of resistance to change is to promote 
a model focused on values, rights and the context (Gómez et al., 2022; Schalock 
et al., 2018c; Schalock & Verdugo, 2013, 2019; Shogren et al., 2021; Verdugo 
et al., 2012, 2017). The responsibility of professionals is essential, who must 
know the United Nations Convention on the Rights of Persons with Disabilities 
and the QOLSM, be well trained in evidence-based practices, act in accordance 
with an ethical code, exercise critical thinking and support people with IDD in 
achieving their vital project in their natural community environment (Schalock 
& Keith, 2016). In the same way, the commitment to quality systems (e.g., 
EFQM and ISO standards) together with the focus and values of the QOLSM 
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constitute an important compass in Spain to maintain the north in the person 
and valued personal outcomes (Schalock et al., 2016; 2018c; Verdugo et al., 
2017).  

At the macrosystem level, there is a great contradiction between the speech 
that is pronounced and the actions that must be carried out: we know that it is 
correct and profitable to identify with people with disabilities and their needs 
(they use and abuse their image), but the administrations do not act accordingly 
when it comes to providing resources and regulating appropriately with laws 
and regulations that encourage the changes that must be implemented. Those 
responsible for central and regional Spanish public policy tend to commit 
exclusively to changes in regulations, but rarely to real change in the streets 
(Turnbull & Stowe, 2017), leaving organizations and their professionals 
defenseless in their implementation. When programs, regulations or 
commitments are established, they must entail resources for their 
implementation and translation into concrete indicators that allow their 
evaluation, since another of the main shortcomings of the actions of the Spanish 
administrations is the lack of concern for evaluating the results of their actions. 
A basic requirement for the credibility of those responsible for public policy is 
the development of a culture of evaluation that contributes to improving the 
analytical rigor of advances in the well-being of people with IDD and their 
social inclusion (Rodríguez, 2015). 

The time has come to demand a shift in general strategic planning, 
synchronizing the principles from which it is based (e.g., rights), the means 
available (e.g., supports) and the results that are pursued (e.g., QOL). From a 
holistic perspective focused on the QOLSM, a reference framework should be 
established that integrates and aligns the goals of public policy with valued 
personal outcomes (Gómez et al., 2022; Lombardi et al., 2019; Verdugo et al. 
al., 2012). 

Finally, organizations and systems must make decisions so that the 
resources can go more and more directly to the families and people with IDD, 
as well as to involve other entities (e.g., unions, foundations, cultural 
associations, etc.) to manage and weave a natural network of support from 
society itself, without monopolizing the exclusive responsibility of providing 
support, since disability is a matter for the whole of society (Verdugo, 2018). 
3.2 Guidelines for the design of a Quality of Life: Italian overview 
Personal services in the Italian context move toward greater awareness about 
models of human functioning and the construct of supports (Cottini et al., 2008) 

or people to lead independent lives (Law 112/2016) and to improve their QOL 
(Giaconi, 2015), in line with international scientific references (Amor et al., 
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2020; Buntinx & Schalock, 2010; Buntinx et al., 2018; Esteban et al., 2021; 
Schalock & Verdugo, 2013). 

Despite the growing awareness about the need to ensure that people with 
IDD have life projects oriented to QOL models, the focus of the scientific 
training communities remains on aspects related to the training of personal 
services professionals (Giaconi et al., 2022). The reflection still is both in terms 
of knowledge and use of QOL models and in terms of assessment procedures 
and guidelines for design that can take into consideration the person in different 
life contexts and throughout the life span. 

In the area of research and training, in the Italian context, two focuses have 
been most investigated: evaluation procedures, with a focus on the adoption of 
triangulation methodologies that can ensure a timely starting design profile 
(D’Angelo, 2020; Del Bianco, 2019; Giaconi, 2015), and alignment practices 
(Giaconi, 2015). Assessment and alignment represent the most significant 
interest in personal services, since they can guide individualized educational 
planning, life projects and inclusive practices, as well as social, health and 
educational policies for people with disabilities, especially for people with 
IDD. 

The QOL construct being sensitive to both synchronic and diachronic 
dimensions allows thinking actions from an ecological and longitudinal 
perspective (Giaconi, 2015). Therefore, the design work must be declined on 
alignment plans concerning three progressive levels: micro-level, meso-level 
and macro-level to increase well-being conditions.  

At the microsystem level, alignment occurs in several stages. First, it enters 
into the merits of the construction of the Individualized Education Project for 
the person with disabilities, and second, it relates the Individualized Education 
Project to one’s Individual (Interministerial Decree n. 328/2000). The 
microsystem level, in the Italian context, is realized through work conducted 
by multiple professionals and is embodied by taking into account the following 
steps: (1) taking charge; (2) assessment or initial evaluation; (3) ecological 
assessment1; (4) definition of general goals and specific objectives; (6) planning 
of supports2; (7) supports and support activities; (8) ongoing monitoring; (9) 
evaluation of outcomes. These steps enable the preparation of an individualized 
educational design that aligns the description of functioning profiles and 
perceived needs with supports that could increase the domains of QOL. 

 
1 The ecological balance sheet consists of a pattern of analysis of individual conditions of 

functioning that is used in the detection of outcomes and that guides an understanding of needs, 
supports referred to life domains. 

2 Supports are the resources and strategies that improve outcomes relevant to the person with 
disabilities (Schalock et al., 2002). 
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Specifically, the need is to respond to the continuity of educational planning 
from a longitudinal perspective to guarantee temporal continuity to the person’s 
existential trajectory in the adult perspective. In this direction, Italian 
regulations call for the need to align the Individualized Educational Project with 
the Individual Project. To this end, the QOL construct is increasingly identified 
as a theoretical-practical framework capable of aligning the languages, 
practices and expectations of the professionals who draft the two documents, 
as well as caregivers and the person with disabilities. 

At the mesosystem level, the first consideration should be the alignment 
between service principles and QOL domains. The principles that guide the 
service’s purposes go to influence elements such as the structure of the service 
(spaces, number of employees and people accommodated, schedules), the 
training of professionals, and the activities and intervention strategies. When 
considered in conjunction with QOL domains allow for the verification of 
outcomes of improvement in both the person’s intake and the service itself. 
Operationally, defining this perspective means, for example, taking adult 
services as a reference, guaranteeing personal spaces of privacy, such as private 
rooms that can be personalized with objects and photos, which allow for 
reconstructing a sense of history, present and future. A further exemplification 
concerns the design of activities, which should be aligned with “adult” ways of 
working that, in addition to taking into account mental age, are relevant to a life 
project that promotes the acquisition of an adult identity status (Ferrari et al., 
2008; Giaconi, 2015; Ianes & Cramerotti, 2009). 

At the macrosystem level, Italian legislation (328/2000) ensures that 
individuals and families are provided with an integrated system of interventions 
and social services in coherence with Articles 2, 3 and 38 of the Italian 
Constitution to guarantee: a higher QOL, equal opportunities, non-
discrimination and citizenship rights by preventing, eliminating or reducing 
conditions of disability, need and individual and family hardship, resulting 
from income inadequacy, social difficulties and constraints of non-autonomy. 
Specifically, Law No. 328, stipulates in Article 18 that the government shall 
prepare a National Plan of Social Interventions and Services on a three-year 
basis. Regarding the structuring of services, the National Plan of Interventions 
and Social Services 2021-2023 emphasizes the importance of fostering a 
person-centered approach, which is an organizational approach that shows a 
comprehensive view of the person by placing his/her needs at the center. The 
starting point of any socio-educational intervention rests, therefore, on three 
pillars: the right to a life of dignity for each person, attention to the family 
context, and the enhancement and care of the living contexts (Caldin & Giaconi, 
2021a, 2021b). 
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Briefly, the guidelines that are followed in the alignment procedures 
underlying the model-oriented design of QOL are the following (Giaconi, 
2015): 
● Alignment between the profiles of functioning and the domains of QOL, 

aimed at designing the necessary supports. 
● Alignment between the individualized educational project and the context 

of reference, with the demands and activities specific to the life context, to 
design the supports necessary for the active participation of the person with 
disabilities, specifically with IDD.  

● Alignment between national intervention policies and the expectations of 
the person with disabilities, the family and personal services professionals, 
to build shared planning that never loses sight of the expectations of the 
person, the true protagonist of their life project. 

 
 
4. Conclusions and Future Perspectives  
 

Human rights are the same for everyone, and exercising them is a 
responsibility of the whole society. What the UN Convention proposes is a 
mandatory roadmap not only to change norms and regulations but also to 
transform society. And to transform society we must begin by transforming 
support organizations, empowering people with IDD and their families, 
improving professional and organizational practices, and making a qualitative 
leap in the strategic planning of public policy. 

To do this, the first step is to be aware of where we are from the historical 
evolutionary perspective of the paradigms that have inspired good practices. In 
the last century evolved from institutional practices towards services in the 
community. Currently, we are moving from services to individual support in 
the person’s natural environment.  

The second step is to fully implement the QOLSM in the three levels of the 
system described, advancing in all of them, pursuing the alignment of the 
efforts made, changing the mental models and encouraging innovation and 
change, with prudence and security, but without rest. For this, we will need 
organizations and professionals with the courage to overcome inertia, 
politicians determined to provide solutions and provide resources, and 
collaborating researchers committed to improvement processes that provide 
instruments of evaluation, rigor and analysis in the processes of transformation. 
As for the training of professionals, specific disciplines attentive to the 
construction of professional skills in terms of knowledge of the principles, 
evaluation procedures and educational design focused on the domains of QOL 
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have entered wholly into the undergraduate and postgraduate paths. The aim is 
to prepare professionals who will have to work in personal services precisely 
and punctually on the knowledge and application of the constructs of QOL and, 
therefore, to never lose sight of life projects of the right, even for people with 
IDD to verge on appropriate levels of QOL. 

A final line of thought concerns the design of adult life pathways of people 
with IDD. 

To support the transition into adulthood and overcoming the "After Us"  
difficulties (when the principal caregivers die or are no longer able to support 
the person with disabilities) (Giaconi, Socci, et al., 2020), policies and service 
professionals have to rethink a design that should be focused on “During Us” 
(start the implementation of adulthood pathway since the principal caregivers 
are still alive and able to successfully support the person with IDD). 

The relevant literature (Gauthier-Boudreault et al., 2017; Lindahl et al., 
2019) points out that the lack of systematic transition planning and the limited 
services for the social inclusion of young adults with disabilities are among the 
most looming educational needs. To achieve fruitful support for people with 
IDD and their families, we focus on the regulatory and organizational 
frameworks that direct the planning actions and the offers of support services 
to people with disabilities. 

Supporting life projects oriented to the QOLSM model also means 
designing adulthood through experimental paths such as university career, 
employment, and independent living (D’Angelo, 2020; Del Bianco, 2021; 
Giaconi et al., 2018; Giaconi, Del Bianco et al., 2020). 

In conclusion, based on these reflections, the orientation of practices and 
policies to the construct of QOL can prove to be the tool capable of fostering, 
at different levels, conjoint actions of co-responsibility and co-design.  

Operating from the perspective of QOL, finally, allows planning to be 
directed to trajectories of adult life and quality in respect of the values of 
continuity and sharing, making it possible to build, outside the logic of 
emergency and welfare, unique and authentic life paths. 
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