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Abstract

Due to economic and technological progress, life expectancy is constantly
developing, thus the European senior generation is ever-increasing. Such
demographic modifications have far reached consequences on social protection
systems and society. Specifically, the last 20 years have also seen a significant
increase in life expectancy for people with disabilities and their elderly parents
who care for them. Therefore, this contribution provides an overview of the
quality of life for adults with intellectual disabilities and their elderly parents.
Specifically, this paper examines the notion of quality of life, especially in its
relationship with sustainability, inclusion, and social justice. Lastly, it exam-
ines the contextual factors that contribute to promoting or hindering the qual-
ity of life of individuals with intellectual disabilities and the impact on social

inclusion, sustainability, and social justice.
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Nowadays, people with intellectual disabilities and/or
developmental (IDD) can hope to live much longer than
they had in the past (Ouellette-Kuntz et al., 2019). This
represents an enormous success of our times, and a con-
firmation of the social and scientific progresses achieved.
However, the increasing number of older people with
IDD creates new challenges for society, governments,
families, operators, and those with disabilities—as sup-
ports and services aim to prevent the decline of quality of
life (QoL) due to old age (Alcedo et al., 2017).

At a global level, discussions of our aging population
occupy a front-row place in the debate of our future;
however, people with IDD are primarily excluded from
these conversations (McCausland et al., 2021). Older
adults with IDD are often subject to double discrimina-
tion: one for their disability and one for their age. Since

this is the first generation of people with disabilities to
live so long, systems and services have yet to be imple-
mented to ensure their QoL or the QoL of their family
members (Yeung & Breheny, 2021). This multidimen-
sional phenomenon with health, psychological, family,
social, infrastructural, and economic implications
requires an in-depth and shared reflection to find the best
answers for improving and sustaining the QoL of those
involved (Casanova & Lillini, 2022).

These changes must be considered since numerous
global challenges endanger humanity’s future. Some
instances of such challenges involve the growth of social
injustice, the polarization of wealth and work, increased
population movements, and rising migration rates that
affect natural resources (Nota et al., 2020). In addition,
the late COVID-19 pandemic, as well as, representing a
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health emergency, seems to constitute one of the most
severe crises for the economy and the labor market glob-
ally since the Second World War. Among these phenom-
ena, globalization, the global economic recession, the
automation of jobs, the deregulation of markets, and
growth in irregular and precarious conditions of employ-
ment have led to profound consequences and repercus-
sions for the quality of life of adults with IDD (Nota
et al., 2020). Especially for adults with IDD, these phe-
nomena have increased personal and family levels of
uncertainty, created further career barriers, promoted
disinvestment in the future and work and further
impacted the tendency of adults with IDD to delay
important life decisions. All this may accentuate dispar-
ities of inclusion between adults with and without dis-
abilities and their families and lead to considering social
justice a priority for professions that support people's
quality of life.

As mentioned in the Consensus Document (Brown
et al., 2000; Schalock et al., 2002), researchers lack con-
sensus regarding a universal definition of QoL. However,
most QoL definitions have these similar characteristics: a
general sense of well-being, positive social engagement,
and chances to reach personal potential. Traditionally,
domains frequently used include physical well-being,
emotional, psychological, or mental health/well-being,
social relationships, productivity, social inclusion, and
rights (Schalock et al., 2002; Schalock et al., 2014;
Yoong & Koritsas, 2012). In response to the challenges
mentioned above, we believe—in line with other studies
(e.g., Vogt et al., 2020)—that discussions of QoL should
include a focus on sustainable development.

The concept of QoL involves a “good” life for every
individual living in the present and in the future. How-
ever, the idea of a “good” life may only be kept in the
long run if our environment is respected. In addition to
ensuring the intactness of the ecosystem of our planet,
this includes other environmental and economic con-
cerns, such as the capability to produce earnings and
work using resources reasonably and effectively while
also reducing the employment of social and non-
renewable resources through the decrease of inequalities
and the equal social distribution of benefits and cost
(Vogt et al., 2020). This appears even more critical in cur-
rent contexts where, because of an increase in life expec-
tancy of adults with IDD and deinstitutionalization
(Jobling & Cuskelly, 2006), the long-term QoL of both
adults with IDD and their caregivers need to be
considered.

As Schepens et al. (2019) highlighted, the QoL model
proposed by Schalock et al. (2014) applies to individuals
with IDDs who are aging, where specific interventions
and strategies at a micro-meso and macro-contextual

level can ensure support for adults with IDD to continue
to live meaningful and active lives within their communi-
ties. If adequately supported with specific actions and
policies, the QOL of aging adults with IDD should be
maintained, through the preservation of meaningful rela-
tionships and networks, the continued support for being
architects of their future, additional opportunities for
access to decent employment and the construction of
inclusive and sustainable environments, and the further
promotion of rights (Nota et al, 2020; Seubert
et al., 2021).

In addition to the QoL of aging adults with IDD,
research must also highlight the concerns related to pro-
moting and maintaining family quality of life (FqoL). As
Himildinen et al. (2020) suggested, global changes that
constantly influence families must also be accurately con-
sidered. During an international review of FQoL, Luit-
wieler et al. (2012) illustrated that future research needs
to account for numerous variables at both an individual
(e.g., awareness of the value in life, age, and gender,
altruism) and family level (e.g., income-financial well-
being, time demands of care, family relationships).
Unfortunately, few studies have conducted scientific
research about the individual, family, contextual or sys-
temic variables (e.g., policy programs or contextual sup-
ports) that need to be considered for improved and
maintained FQoL.

Furthermore, the concept of FQoL needs to allow for
modifications in domestic configurations and the grow-
ing vulnerability of families linked to current environ-
mental and economic challenges. To ensure positive
changes for families and communities, future research on
FQoL should adopt an economic, social, and ecological
sustainability perspective with the principles of inclusion,
justice, and recognition at the forefront (Himéildinen
et al., 2020). From the sustainability perspective, ques-
tions should capture how to support families with adults
with IDDs so that families feel secure in their
future FQOL.

Concerning domestic guidelines, the rights and wel-
fare policies of adults with IDDs may be considered as a
key component for the idea of sustainable development.
Theoretically, welfare and family policy issues are placed
mainly in the social area of the all-inclusive sustainable
development framework. As Vogt et al. (2020) suggested,
designing a sustainable community has enormous value
as a positive outcome in many QoL domains, involving
the environment, economy, society, and health. There is
also the need in our society for the reformulation of the
hedonistic vision, that is to say, the propensity to maxi-
mize one's well-being and to reduce the experiences of
discomfort and suffering, and the eudemonic vision,
being the propensity to emphasize the growth and
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meaning of the quality of life. These visions need to be
revised with respect to the folds of every person's cogni-
tive and motivational processes.

CONCLUSION

In conclusion, developing an idea of the quality of life
designed by the sustainable responsibility of each citizen
is essential for creating a harmonious and enduring
future for all.

At the same time, the importance of constructing
and developing sustainability and inclusion within our
systems, from the family to the community and on a
global scale, also emerges. Promoting the QoL in vul-
nerable groups means considering the ability of con-
texts to eliminate inequalities and discrimination and
the construction of environments focused on underlin-
ing human rights and placing the UN's 2030 Agenda
for Sustainable Development (United Nations
[UN], 2015) in the spotlight. Specifically, sustainable
QoL is also about inclusive and resilient societies
where all citizens—without regard to their gender,
race, religion, ethnicity, age, sexual orientation, or
disability—are allowed to remove the barriers that for-
bid them to be an integrated part of society and encour-
age their struggle to create their future. Inclusion
implies constructing the ability of people to support
the human rights of everybody, especially the individ-
uals with difficulties. It means involving excluded and
discriminated people in all areas of life and all aspects
of society through mainstreaming policies that could
ensure quality, equitable and sustainable lives.
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