
Introduction

At the end of the 1970’s the idea that a disabled 
person, especially a severely disabled one, was segre-
gated from society in a closed structure, hidden away 
from the world, was widely accepted. Disability was 
considered an illness and the needs of the disabled were 
considered only in terms of medical assistance (1). The 
concept of evaluation, that determined the person’s 
level of disability, was used to highlight the negative 
aspects and focused on listing their incapacities; such 
assessment led to a negative judgment on the disabled 
person, which generated numerous bioethical and le-
gal controversies in the field of ‘wrongful life’ claims 

(action brought by or on behalf of a child against the 
mother or other people, claiming that he or she has to 
endure a not-worth-living existence). This concept of 
disability has long been prevalent in the international 
legislature. Both in the Declaration on the Rights of 
Mentally Retarded Persons, proclaimed by the Unit-
ed Nations General Assembly (UNGA) - resolution 
2856 of 20 December 1971, and in the Declaration 
on the Rights of Disabled Persons (proclaimed by the 
UNGA - resolution 3446 of 09 December 1975), the 
disability was considered under the same medical pro-
file. A change can be noted in the Declaration of the 
Rights of the Child (proclaimed by the UNGA - res-
olution 1386 of 20 November 1959 and adopted 30 
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years later on 20 November 1989). Article 23 refers 
to mentally and physically disabled children and their 
right to special care, as well as the maximum social in-
tegration and individual development.

In 1982, the main purpose of the United Nations 
World Program of Action Concerning Disabled Per-
sons (WPA) was to provide equal opportunities for 
disabled individuals. At the end of the 1980’s, the Unit-
ed Nations (UN) Standard Rules on the Equalization 
of Opportunities for Persons with Disabilities (Stan-
dard Rules) underlined the need for disabled persons 
to participate in socio-economic life. The UN 22 rules 
concerning disabled people outline, in particular, the 
preconditions for equal participation to medical care 
and rehabilitation as well as for social integration into 
the school and working environment. This approach is 
remarkable for the implementation measures provided 
and the monitoring mechanism designed. However, a 
weakness of the Standard Rules was not looking at the 
disabled persons in a global sense. In 2001 the World 
Health Organization (WHO) published the Inter-
national Classification of Functioning, Disability and 
Health (ICF), which radically changed the concept 
of disability, no longer linked to illness or incapacity 
but based on the persons and the socio-environmental 
context in which they live (2). Such a change of atti-
tudes to disabled people was later improved by the UN 
Convention on the Rights of Persons with Disabilities 
(CRPD), adopted on 13 December 2006 but entered 
into force on 3 May 2008. According to the slogan 
adopted ‘Nothing about us without us’, we went from 
looking at disabled individuals as “objects” of charity, 
to considering them as “subjects” with rights, who are 
capable to claim such rights and make decisions con-
cerning their lives on the basis of their free consent, 
as well as to be active members of society. Therefore, 
disability was not anymore considered from a health 
perspective, as a consequence of illness and accidents, 
but also from a social perspective, where the disabled 
persons can interact with others using their own cog-
nitive and emotive capabilities (3,4).

In this context, of course, the needs of disabled 
people have to be recognized, but first their rights have 
to be respected. Disabled individuals should be con-
sidered as equals, removing prejudices and discrimi-
natory treatment. The Convention offers a remarkable 

change of perspective that can be divided into three 
main steps: 1) no longer just inclusion in society but 
a real integration; 2) no longer working with a clinical 
approach with emphasis on the individual impairment 
but a bio-physical approach that underlines the ability 
of the person and where it can be best used; 3) no lon-
ger a paternalistic approach in decision making, but a 
complete evaluation of the subject in order to facilitate 
his full social integration (5). 

Moving from the family of origin: an independent 
life before and after us.

In the past, individuals with disabilities tended to 
die in their infancy. Life expectancy has tremendously 
increased due to medical advances. This is also true for 
disabled individuals mostly living with elderly parents, 
who struggle to take care of them with the passing of 
time. For this reason it is important to promote in-
dependence in disabled people as soon as possible, 
beginning at school. The school environment should 
encourage individuals to become autonomous and 
stimulate their capacity to learn new competences, to 
interact and communicate with others. 

One of the major problem however, is the gap 
between the school period and the world of work, 
which remains inadequate. In Italy, working disabled 
persons are protected by the law n.68/1999, according 
to which a company is obliged to employ a disabled 
person per fifteen employees, ensuring a targeted posi-
tioning. After school, disabled people has not so many 
chance to work and severely disabled people’s social 
interaction is often limited to the family environment. 
Unfortunately, this results in a progressive narrowing 
and lack of exercise of acquired skills, that leads to a 
serious setback for the disabled person (6).

Most people with severe disabilities are assisted 
daily almost exclusively by their parents (mainly moth-
ers) who, due to aging or death, are no longer able to 
take care of them. Hence the need to promote a social 
security program (better known in Italy as “After us”, 
adopted by the Law n. 112/2016) to care for disabled 
individuals, left alone by their caregivers. A recent sur-
vey (published in July 2015 by the Italian Institute for 
Statistics, but concerning data of 2013) reports that 
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tutionalization”. The goal of the “After us” program is 
to empower disabled people to live in situations where 
they have already built friendships and emotional rela-
tionships, so they can live at home, in their apartment 
even after the death of their loved ones, maybe sharing 
home with a few people, a kind of co-housing with 
a quality of life similar to the previous one. For this 
purpose, it is necessary to promote new forms of resi-
dency such as co-housing (a type of housing with some 
shared facilities), in order to maintain a bond with the 
original family, removing the fear of a life lived alone. 

The law also provides tax benefits as instruments 
to promote innovative types of residency, represen-
tative of the social inclusion of persons with severe 
disabilities. A credit fund of over 180 million Euros 
over three years (art. 3) has been established to finan-
cially support residential solutions, in which individual 
households can share common facilities or services, in-
volving the creation of family-type houses or co-hous-
ing, in order to pursue the de-institutionalization of 
disabled persons. Only for emergency situations, tem-
porary accommodation in a hotel is allowed. The “Af-
ter us” project also takes into account “the best oppor-
tunities that new technologies offer, in order to prevent 
the isolation of people with disabilities”. The law also 
promotes programs for the achievement of the highest 
levels of autonomy in daily activities (7). In addition 
to these measures, the law also affects the private sec-
tor, promoting access to trust for people with serious 
disabilities through preferential tax regimes. The law 
has therefore established the trust (Art. 6), which is a 
legal institution of Anglo-Saxon origin in which one 
or more persons (called Settlor, who may be parents 
or others family members) transfer the right of mov-
able and immovable property to a second person (the 
trustee), a guardian in charge of the management of 
such assets in the interest of a third party (the benefi-
ciary), or in this case the disabled person. The trust also 
provides a supervisory figure, the Protector, to monitor 
the trustee’s actions. The trust manager, is comparable 
to a guardian, but differs from a legal point of view 
because the trustee receives the goods to administer 
according to the provisions set out in the trust act 
and the rules established by the parents. The Guard-
ian is a legal representative appointed by the Court. 
The trust act should be drafted as an official document 

about 2 million 600 thousand people in Italy are con-
sidered to be seriously disabled, according to the stan-
dards established in Law no. 104/1992, or are not able 
to perform on their own at least one of the essential ac-
tivities of daily living (for example to lie down and get 
out of bed, sit down and get up from a chair, dressing 
and undressing, bathing or showering, washing hands 
and face, cutting and eating food).

Therefore, in Italy, the possibility for people with 
serious disabilities to live an independent life is very 
poor without the implementation of a specific program 
such as the project “After us”, specifically dedicated to 
individuals with disabilities who lose their caregivers 
(parents and/or other family members), who lived with 
them and took care of them previously. To facilitate the 
transition from a lifestyle with the family to a lifestyle 
without the family, some authors suggest to provide 
a written document, where a person is appointed to 
assist the disabled person and to improve his learning 
abilities and cognitive development. In this way, the 
person learns self-determination and does not lose the 
opportunity to live within a family context.

Assistance to people with severe disabilities that do 
not have family support

The Law n. 112/2016 deals specifically with the 
“Provisions of assistance to people with severe disabil-
ities without family support”. This law is dedicated to 
those individuals with severe disability that does not 
derive from aging or senility. Such persons, in order to 
benefit from the measures provided by law, must also be 
exempt from family support because they do not have 
parents or because parents can no longer take care of 
them. According to the report published by the Italian 
Institute of Statistics, 100.000-150.000 disabled indi-
viduals approximately face with such condition, but the 
real number is probably underestimated. The purpose 
of this law is to give people with severe disabilities the 
opportunity to grow, mature and develop skills at the 
highest possible level, while maintaining the freedom 
to self-manage and act independently. Such approach 
needs to be started when parents are alive because ev-
ery person has the right to choose where to live, how to 
live and with whom to live, avoiding any kind of “insti-
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and should identify the parties involved, illustrating 
the specific needs of people with disabilities, in favor 
of which the trust is established. The written docu-
ment must also identify the person responsible for the 
monitoring trustee, set the last term of duration of the 
trust and provide information on the destination of 
the remaining assets. Once signed the document, the 
settlor (who is the donor) has no longer power over 
the goods. The Law states a number of very strict con-
straints (the trust) and obligations (the trustee). For 
the implementation of the program it has required to 
ensure the care and satisfaction of the disabled person, 
in order to avoid the risk of institutionalization. The 
Trustee may be part of non-profit legal entities, such 
as banking foundations, social and public enterprises 
and cooperatives for personal services. These entities 
should be chosen among non-profit organizations, ac-
credited in the assistance of people with disability and 
they are required, under pain of forfeiture, to adhere to 
the timetable drawn up in the act.

The legislature has also planned to launch infor-
mation campaigns to raise public awareness, on the 
purpose of facilitating the social inclusion of people 
with disabilities (art. 7).

Foreign experiences 

The issue concerning the disabled persons is, of 
course, transnational and it has been also managed by 
other Countries. For example, the European Union 
promotes the active inclusion and full participation of 
disabled people in society. This approach is the core of 
the European Disability Strategy 2010-2020, adopted 
in Europe since 2010, according to the UN Conven-
tion on the Rights of Persons with Disabilities (UN-
CRPD).

The European Disability Strategy 2010-2020 
constitutes a comprehensive multiannual framework 
for the implementation of the UN Convention on 
the Rights of Persons with Disabilities, which pursues 
actions in eight priority areas: Accessibility, Participa-
tion, Equality, Employment, Education and Training, 
Social Protection, Health and external actions.

In the annual report of the European Social Net-
work, which brings together all local public social 

services in Europe, there are excellent examples of 
implementation of such strategy by several European 
Countries. In particular, the report 2013 focuses on the 
inclusion of disabled people in society and social secu-
rity systems of six European Countries (Austria, Esto-
nia, Romania, Spain, Sweden and United Kingdom). 
Austria provides personal assistance in the work place 
and on the way to work governed by the ministry of 
social affairs. Housing and social services for disabled 
persons are governed by individual federal States (al-
though service providers are often Non Governmen-
tal Organizations). The trend is a shift towards more 
person-centered and community-based approach, but 
unfortunately, disabled people are rarely involved in 
the design of social and health services. This is true 
throughout Austria except in Vienna, where a direct 
payment system for people with disabilities up to 8,000 
Euros each month is provided. Such benefit is based 
on a kind of self-assessment carried out directly by the 
disabled person, verified by social security officers.

In Estonia, the spotlight is on the financial ben-
efits specifically dedicated to support rehabilitation 
services. In United Kingdom (UK) financial benefits 
are also provided, but they are specifically dedicated 
to employ caregivers; in fact, in UK the municipali-
ties take care of disabled people based on the National 
Health Service and Community Care Act. Since 1990, 
the Act states that it is a duty of local authorities to 
assess people for social care and support. Municipali-
ties provide many social security services ranging from 
personal assistance, housing, rehabilitative services, day 
care facilities. Since the 1996, based on the Commu-
nity Care (Direct Payments) Act, adults with disabil-
ities are able to choose to take their personal budget 
as a direct payment, or leave the local social security; 
they can also choose how and by whom to meet their 
care needs. Therefore, the “individual service fund” as-
signed to disabled people living in residential care, can 
be held by a care provider, but the service user is able 
to choose how some or all of this money is spent. Swe-
den is an extraordinary example of inclusion and full 
participation of disabled people in society and design 
of social security services. Since 2001 the law on so-
cial services states that it is a duty of local authorities 
to take into account the needs and of disabled people 
for their social assistance. Based on an interview with 
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because the funds in the trust are counted in case the 
disabled person needs additional benefits, such as Sec-
tion 8 housing, SSI [Supplemental Security Income] 
and/or Medicaid. 

In particular, Medicaid waiver programs furnish 
services to people who would otherwise have to be ad-
mitted in an institution, nursing home or hospital in 
order to receive the long-term care they require.

According to data available, there are 860,000 
residents in the U.S. over 60 who are also the main 
caregivers of a child, a sister or a brother who has an 
intellectual or developmental disability (IDD). These 
services provide assistance in having placement in a 
group home, or transportation or daily services of a 
wide range of cases.

Since 1970 the strategy was to search for a dein-
stitutionalization of the assistance given to disabled 
people, in order to receive Medicaid delivered by their 
family members and inside their homes. To fully un-
derstand the size of the issue, it is noteworthy that 
fourteen US States have no state-run institutions for 
individuals with intellectual or developmental disabil-
ities (even if these social security programs provide 
huge amount of money). According to data available, 
the average cost of care in 2013 was between $129,000 
annually in Arizona to $603,000 in New York; while 
the average cost of community-based services, on a na-
tional base computation, was $43,000); the waiting list 
in Ohio is of 41,500 candidates, in Illinois 23,000, and 
Florida 22,400, while in California, there is no delay 
for candidates who are eligible for IDD services since 
they are equipped with a state-run healthcare system.

New York has two forms of guardianship for an 
incapacitated person: Article 81 of the Mental Hy-
giene Law, titled “Proceedings for Appointment of a 
Guardian for Personal Needs or Property Manage-
ment” (“MHL 81”) and Article 17-A of the Surro-
gate’s Court Procedure Act, titled “Guardians of Men-
tally Retarded and Developmentally Disabled Persons” 
(“SCPA 17-A”). SCPA 17-A is “a simple guardianship 
device, based upon principles of in loco parentis”, accord-
ing to which a tribunal could nominate a guardian for 
an individual based on a diagnosis of mental retarda-
tion, developmental incapacities, or brain damage. In 
contrast, MHL 81 is a more complex statute. Under 
MHL 81, the court designate a guardian with author-

disabled people, the National Agency of Social Secu-
rity assesses the needs of individuals and provides the 
related services.

In the USA the issue is under a vivid debate, 
shifting from federal regulation to single State rules. 
Therefore, possible solutions range from financial sub-
sides to a direct intervention of the State. For example, 
although the Social Security Administration (SSA) 
provides benefits for disabled people and family mem-
bers, it is less known among the population that a dis-
abled adult child of a retired, disabled, or deceased sal-
aried parent may also receive benefits. In detail, Social 
Security regulations consider disabled adult children 
as a class of persons entitled to exploit the earnings re-
cord of the so-called wage-earning parent. Childhood 
disability benefits (CDB) or disabled adult child bene-
fits (DAC) are a kind of ancillary benefits which com-
ply with the rules applicable to other auxiliaries (8).

The Code of Federal Regulations (CFR) (2004) 
states that, in order to obtain these ancillary benefits, 
each of the following requirements must be satisfied: 
(i) the insured parent must be entitled to benefits or 
must be deceased; (ii) the child must be “dependent”; 
(iii) there must be an application; (iv) the claimant 
must be unmarried at the time of application; and, 
finally, (v) the claimant’s invalidity must have begun 
before the age of twenty-two. 
The definition of disability in case of children requires 
an additional condition, namely, in addition to the ver-
ification of the previous five criteria, an adult disabled 
child is required to prove that he has been continuous-
ly disabled since before the age of twenty-two.

In detail, CFR states that the applicant shall 
demonstrate that he is not engaged in gainful activity 
; that he has a “serious” physical or mental impairment 
and that such impairment meets or “equals” one of the 
damages described in the social security rules known as 
the Listing of Impairments; or, considering the “residual 
functional capacity”, that is what the claimant can still 
do even with his impairments, the same must prove 
not to be able to carry out “past relevant work”.

Another aid provided by the US government 
comes from Special Needs Trust that is a trust created 
ad hoc to provide additional funding for people with 
special needs. This is a necessary tool for people not 
able to manage their funding and it is also convenient 
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his disability and the environment in which he lives 
(11-13).

On the other hand, the Law No. 112/2016 seems 
to do not take care of cases with less severe disability 
or functional impairments or even borderline cases, for 
which there may be an even higher risk of exclusion. 
Serious disabilities constitute a vast field that includes 
various forms and types of disability: physical disabil-
ity is different from the psychic one. Various types of 
disability exist, from physical to mental disability, in 
which the level of autonomy is very different for in-
dividual affected by Down syndrome, autism, amyo-
trophic lateral sclerosis or people in wheelchairs. 

The Law No. 112/2016 offers two possibilities:1) 
a “non-family solution”, in which disabled children are 
moved from their families and transferred to different 
family homes, built with the funds allocated for this 
purpose; 2) a second option allows disabled people to 
live at home with financial support managed by parents 
through a trust fund. This financial support is a fund 
made up of family savings and managed by a person 
previously chosen by the family. Home intervention 
is a legal priority, so disabled people cannot suddenly 
be removed from the environment in which they live. 
The construction of small structures with few beds is 
also promoted by law, similar to living in an apartment, 
avoiding institutionalization. These facilities should be 
built in a normal urban social context, accessible by 
public transport and not in isolated areas.

To accomplish what the law seeks to achieve, not 
only adequate funding is required, but also innovative 
services, focused on disability not as “subjects to take 
charge of,” but as a people with frailty, without forget-
ting their dignity. In this regard, the Authors consider 
surprisingly that Law no. 112/2016 does not provide 
any financial measure for the removal of architectural 
barriers and other types of barrier that put disabled peo-
ple at a substantial disadvantage compare to non-dis-
abled. A further weakness of the Italian Law is the ab-
sence of credit funds for the application of technological 
devices in education, communication, transportation of 
disabled persons, for the management of administrative 
tasks and activities of daily living.  Funds would have 
been allocated for the implementation of the “After us” 
programs to be applied as soon as possible according to 
the type of physical or mental disability (14).

ity tailored to the needs and functional limitations of 
the incapacitated individual, rather than grounding its 
choice on the individual’s peculiar diagnosis. The new 
statute was conceived as an opportunity for parents 
to maintain their role as legal caregivers of mentally 
retarded child once the child reached the age of ma-
jority, and to ensure children’s care after parents’ death 
through the appointment of successors guardians.

In conclusion, in the United States “[p]ublic pol-
icy toward people with disabilities has moved away 
from an institutional model and has moved toward 
community-based living and support services that 
emphasize independent living and maximizing em-
ployment potential. The demographics of an aging so-
ciety created a sense of urgency to address the needs 
of two groups: 1) a generation of aging parents fac-
ing their own mortality, who cared for their disabled 
child through adulthood; and 2) an increasing number 
of adults with disabilities who are integrated into the 
community” (9,10).

Discussion and Conclusion

Many critical comments have been raised to Law 
no. 112/2016 and the “After us” program. First, Law 
refers only to severely disabled individuals as required 
by the Law no. 104/1992 (art. 3, paragraph 3) which 
means “to a physical, mental or sensory impairment, stable 
or progressive, which causes learning difficulties, relation-
ship or work integration and results in a process of social 
disadvantage or marginalization”. This definition is su-
perseded since the condition of disability is not due to 
the illness itself or the state of related impairment, but 
to social and environmental factors that affect the sub-
ject, according to the concept of “severity” expressed 
by the UN Convention. In fact, as has been widely 
noticed by convergent studies on disability, the per-
ception that the disabled person has of himself passes 
through the perception of the other; the way people 
look at disabled persons and, in particular, at their abil-
ities, can affect their perception of themselves, some-
times dramatically.

The very definition of disability depends not so 
much on the physical-psychological deterioration of 
the individual, as much as on the interaction between 
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to handle, another occupied bed that guarantees the 
caregiver a job and a salary, but a human being with his 
own individual life project, that changes and evolves 
over time (21,22,23,24).

The first step to have access to the benefits provid-
ed by the Law 112/2016 is to submit a formal appli-
cation, describing a project tailored to the city of resi-
dence of the disabled. Then, after a feasibility test and 
the creation of a specific budget, disabled people could 
access the measures. Even if the law is already enforced, 
it has to be implemented by the Regions (25,26) and 
only five of them made the law operative. “After us”, 
indeed, emphasizes the autonomy and self-determi-
nation of the disabled people, since a higher degree 
of self-sufficiency facilitates a path far from the family 
and achieves the goal of de-institutionalizing the gov-
ernment from the issue (27,28,29,30).
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