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WHO WE ARE

The “Coordinamento Nazionale Famiglie Disabili” is a national and non-profit voluntary organization, totally independent, consisting of associations and family members of people with disabilities. It was established on 21 July 2007, according to the terms of Law No. 266/1991, which is the Framework Law on Volunteering. It is now the largest organization in Italy, which represents and defends the interests of “Family Caregivers” (a person who wilfully takes care, in a free, unpaid and responsible way, of a beloved person with severe or very severe disabilities).
 At present, the Italian legal system does not provide for any legal protection for Family Caregivers in the form, for instance, of pension for their assistance activity, indemnity or sickness insurance. Before the CRPD Committee the author complains several violations of the CRPD (Articles 5, 8, 12, 16, 19, 23, 25, 28 and 33) on account of the discrimination because of caring role; the lack of professional counselling, exhaustive information and official recognition of skills of family caregivers; the lack of qualified support, social security measures, facilities and services aimed at preventing psychological and physical exhaustion of family caregivers; the lack of appropriate measures aimed at enabling persons with disabilities and family caregivers to make relevant choice about their lives.  Indeed, the number of its members amount to 9.609, among which 1.134 are individual subjects. To maintain its absolute independence, the Association does not collect money for any reason, neither public nor private, and carries out its function solely through the voluntary work of its members, officers, actually technicians and experts.
The Association has the statutory purpose to fight for the rights of people with disabilities and their Family Caregivers, in order to i) encourage a widespread knowledge of the laws, administrative procedures, care and facilities, ii) promote contacts between families, iii) remove inequalities among individual and territorial situations, iv) ensure an equitable distribution of available resources avoiding their waste, and v) enhance the communication between families and institutions.
The Association is strongly committed to the promotion of all Family Caregivers’ rights and for this reason has undertaken several initiatives aimed at achieving the following targets:
· introduction in Italy of a legal order that protects adequately family carers or those who take care at home of dependent persons;

· get a different and fairer legal classification of disability based on individual autonomy regardless of the crippling disease;
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· support projects of independent living for all, including people with cognitive disabilities which need to be supported by their family Caregivers;

· support teachers and assistants in schools taking into account the specific needs of persons with disabilities;

· get a specific training and a dignified remuneration to the operators-assistants engaged in all services offered to persons with disabilities.

In view of these purposes, the Association independently plans events and awareness meetings in all forms, such as conferences, documents, petitions, sit-ins to protest, calls for the media attention, works with political representation and promotes lawsuits.
SUMMARY

CRPD introduced a conceptual, ethical and normative view of disability and of persons with disabilities (hereinafter also “PwD”), following the evolution of the concept of disability in the last 30 years, sanctioned by the World Health Organization (WHO). The essentially medical and welfare approach focused on the impairment - as formalized in the International Classification of Impairments, Disabilities and Handicaps of 1980, ICDIH - has been replaced by a wider, complex and evolving approach. The Preamble, let. e), recognise that “disability results from the interaction between persons with impairments and attitudinal and environmental barriers that hinders their full and effective participation in society on an equal basis with others”.
The primary scope of the CRPD is “to promote, protect and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities, and to promote respect for their inherent dignity” (see Article 1 of the CRPD). Furthermore, pursuant to Article 4, para. 1, CRPD, all State Parties must “ensure and promote the full realization of all human rights and fundamental freedoms for all persons with disabilities”. This commitment involves, inter alia, the obligation to adopt all appropriate legislative, administrative and other measures for the implementation of the rights recognized in the Convention and for the elimination of discrimination based on disability.

The CRPD significantly acknowledges the critical role that families play in the promotion of PwD’s human rights and in their inclusion in society. 

Nevertheless, the Italian legal system does not provide for any legal protection and recognition for Family Caregivers. This lack leaves Family Caregivers and persons with disabilities they cared for at risk of experiencing negative and heavy consequences on health, finance, socio-economic status, personal and social life. 

The purpose of this Report is to highlight several critical issues showing that the Italian legal order does not fully comply with the provisions of the CRPD. 

The issues treated are the following:

1) The Family Caregivers Rights
2) The Communication of PwD

3) The Protection of the disabled persons and their families 

4) The Dignity of person with disabilities 

5) Implementation and monitoring of the CRPD
1. The Family Caregivers Rights

Relevant Articles:
Articles 5, 8, 12, 16, 19, 23, 25, 28 and 33 of CRPD

Critical issues:
As stated in the Preamble of CRPD, “persons with disabilities and their family members should receive the necessary protection and assistance to enable families to contribute towards the full and equal enjoyment of the rights of persons with disabilities”. 

A comprehensive realization of PwD’s rights is unavoidably linked with the quality of their family life. Indeed, the circumstances affecting Family Caregivers’ life have a strong impact on the wellbeing of persons in need of continuing assistance. 

The Italian legal system does not provide for any legal protection for Family Caregivers in the form, for instance, of pension for their assistance activity, indemnity or sickness insurance. This lack clearly violates Articles 5, 8, 12, 16, 19, 23, 25, 28 and 33 CPRD on account of the discrimination because of caring role; the lack of professional counselling, exhaustive information and official recognition of skills of family caregivers; the lack of qualified support, social security measures, facilities and services aimed at preventing psychological and physical exhaustion of family caregivers; the lack of appropriate measures aimed at enabling persons with disabilities and family caregivers to make relevant choice about their  lives. 

Family Caregivers are at risk of impoverishment and also pay a high social costs in terms of social isolation and social exclusion. Finally, they have to deal with adverse and serious health problems to the point that a study realized by Elizabeth Blackburn, Nobel Prize for medicine in 2009, shown that caregivers have a shortened life expectancy from 9 to 17 years.

Proposed measures:
· Measures of qualified support, facilities and services aimed at preventing psychological and physical exhaustion of family caregivers
· Measures of social security support
· Measures against discrimination 
· Measures of professional counselling, exhaustive information and official recognition of skills of family caregivers
· Measures aimed at enabling PwD and family caregivers to make relevant choice about their lives

· Measures supporting families 
· Measures that enable them to reconcile work, assistance, and private and family life. 

The Italian legal system does not provide for any legal protection for Family Caregivers in the form of pension for their assistance activity, indemnity or sickness insurance. This lack of legal recognition and support leaves Family Caregivers and persons with disabilities at risk of experiencing negative and heavy consequences on health, finance, socio-economic status, personal and social life. 

Because of their caring responsibility, Family Caregivers are at risk of impoverishment. They are not entitled to receive compensation or economic support for the caring activities. The only form of care allowance is recognised to the disabled person and its level is very low. Family Caregivers can lose their income, as a result of being unable to remain in employment; reducing the hours of work; taking more convenient but lower paid employment; being unable to return to the labour market after losing a job; or foregoing career opportunities and advancement. They may be forced to sustain direct or indirect costs associated with the provision of care, following the special needs of the cared person. They can be in need the necessity to purchase additional services because of lack of time or because they need a respite care. Moreover, constraints on labour market participation and earnings can have longer-term effects on Family Carers’ pension entitlements in their own old age because of the lack of any form of insurance and social security. 

Family Caregivers are at risk of impoverishment and also pay a high social costs in terms of social isolation and social exclusion. Finally, they have to deal with adverse and serious health problems to the point that a study realized by Elizabeth Blackburn, Nobel Prize for medicine in 2009, shown that caregivers have a shortened life expectancy from 9 to 17 years.

The legal vacuum characterizing the Italian legal system leaves Family Caregivers vulnerable and exposed to the violations of several disposition of CRPD, which in this Report will be treated analysing the following critical issues relating to the Article of CRPD: 1) Communication; 2) Social protection; 4) Dignity, right to choice and fight against discrimination; 5) Freedom and security; 6) Access to care; 7) Effectiveness and independence of mechanism of implementation and monitoring of CRPD. 

2. The communication of PwD
Relevant Article:

Articles 2, 5, 7, 24, 25, 26 of CRPD

Critical Issues:
The Italian school system lacks of interventions aimed at increasing the communicative possibilities of students with severe disabilities. Alternative communication strategies, such as CAA (augmentative and alternative communication) are not even recognized as forms of communication for accessing to exams that involve only LIS (Italian sign language) and Braille 
.

At educational and rehabilitative level, there are not specialized approaches aimed to express spontaneous communication or to implement other communication strategies: Every opportunity to introduce the CAA even just as a form of communication between equals, preparatory for learning in education, often collides with the dramatic rejection to its use in schools and social life by limiting its application.
At school the student/pupil with disabilities is deprived of the possibility of independent and spontaneous communication. He is positioned in a relationship where the aid process prevails and in which he is encouraged to remain in a state of passivity, prisoners of anomalies and behavioural stereotypies. 
The education system does not include ministerial programs for learning to communicate other than “reading and writing”, whereby people with disabilities are not able to get an educational qualification and to continue in all those school levels provided for other people. 
Moreover, cognitive disability is confused with communicative disabilities, preventing disabled people to express themselves in any way. 
This is because it is missing a specific program of learning with the risk to frustrate the entire educational process. 
The introduction of CAA in the educational program is only possible thanks to the families who privately bear the cost. 

In the Italian National Health Service, there are few professionals specialized in communicative learning for people with PCI (cerebral palsy), and/or cognitive delays also reported the autistic spectrum. Most professional speech therapists are specialized in dyslexia, stutter, dysphonia, childhood deafness, aphasia and ataxias acquired by adults, when they already have the prerequisites for reading/writing. Rare infantile communication experts of CAA are accessible only privately and hardly redeemable by the NHS.
In this context, Family caregivers are the only tool of communication for disabled people with communication difficulties. Because of the lack of legal recognition, the Family Caregivers have not institutional credit in every sphere. In health policy, the consequence is that relevant choices concerning the wellbeing, care or assistive devices for the person with disability, are taken by the doctors, without the fundamental intervention of the Family Caregiver.

Proposed measures:

· Introduction of structural measures in all areas (educational, social, education, health, rehabilitation, etc.) aimed at improving the communication, especially in case of institutionalization, and at overcoming discrimination in schools between different disabilities so as to offer each student equal education opportunities provided for in article 24 of the CRPD.
· Specific training to the professionals responsible for the therapy/rehabilitation concerning all augmentative and alternative communication techniques including experimental techniques.
3. The protection of the disabled persons and their families 

Relevant Article:
Articles 5, 12, 14, 15, 16, 17, 19, 28 of CRPD

Critical Issues:

After the achieving of legal age, State intervention in order to protect people with cognitive and communicative disabilities is limited to a few hours of basic assistance. This almost never takes place at home, but usually in external institutes and totally lacking any purpose to promote inclusion in society. This is the only option for people with cognitive disabilities in Italy. In case of rejection, the person with disabilities remains the sole responsibility of the family member who cares for them.

Moreover, if the disabled person is in a situation of high demand of medical needs, the amount assistance currently provided at home is minimal (never h24), totally ignoring the Caregivers right for moments of respite, to look after health and have a social life.

The lack of acknowledgement of Family Caregivers, besides entirely preventing the possibility of   detecting them numerically in order to ensure protections for them and for the family member with disability, produces rules like that, very recent and emblematic, which includes "provisions on assistance for persons with severe disabilities without family support"( http://www.parlamento.it/parlam/leggi/messaggi/c0698a.pdf ).
Even the title of this law you can tell the low concern of the Italian Government about the necessity of providing assistance and support to people with disabilities living with family members.

It is then enforced by law that the citizen with a disability is not entitled to any assistance from the State until a family member is alive. Only in absence of family members (after their death), the Italian State have the duty and the obligation of public intervention. Furthermore, this Law enshrines the right of the State to take possession of property inherited from the disabled person (cf. art. 12 paragraph 5), allocating assets to a service of assistance only partially paid by the State. 
If the person with disabilities has nothing to be inherited, the Italian State assigns him a ridiculous amount of funds. Anyway, these funds are aimed at implementing the construction of "structures which reproduce the family Home" (cf. art. 14 paragraph 1 para. b).  Then the person with disabilities will be taken away from his home and from the social environment and friendship in which he formerly lived (and which is often the only place where they understand his/her way of communicating) to be relocated, as it were a parcel and not a person, in institutions chosen by social and health professionals according only to economic opportunities, without possibility to intervention. Such structures in Italy are notoriously segregating and often become very serious theatre of physical and psychological violence (cf. 15, 16, 17 arrt.). In these places the disabled persons should lead the rest of their lives.   
Article 16 of law no. 328/2000 introduced in Italy the concept of "informal context" referring at caring for non-self-sufficient people. This condition is not defined by law and it is identified by reference to a "need for ongoing and permanent global welfare" (cfr. Article 3, par. 3 Law 104/1992). In fact, the condition of non self-sufficiency is actually recognised according to the existing services provided by the local authorities, which define disabled persons’ needs according only to the available economical resources. 
The home care supports are not exigible.  Although Law 328/2000 mentioned the LIVEAS — the "essential levels of assistance social welfare", they have never been identified.
Also critical is the situation concerning the ISEE (Indicator of Equivalent Economic Situation). The ISEE is a tool to measure the Italian families’ economic condition, taking into account the income, the assets and the characteristics of the family. The index is revised in accordance with Article 5 of d.l. 6.12.2011, n. 201, converted with amendments by Law 22.12.2011, n. 214, and the subsequent decree of the President of the Council of Ministers of 12.05.2013, n. 159. 
The Regional Administrative Tribunal of Lazio (hereinafter “Tar Lazio”) declared the illegality of some provisions of the decree. In particular, the provision under which the proceeds related to disability are included in the “disposable income”. The mentioned decree considered income all treatments, allowances, social security contributions, benefits in any way perceived, even because of disability. The Tar Lazio stated that the sums related to disability have a nature of compensation and cannot be qualified as income. Equally illegitimate was considered the provision that introduced different excess and deductions for older disabled and minors disabled unfairly advantaging the seconds. The decision has been confirmed by the decisions no. 838, 841 e 842 of 29.02.2016 of the Consiglio di Stato. 

The Isee regulation rejected by the administrative courts wrongly determined cuts in exemptions and an increase in support costs for people with disabilities. Apparently, the Italian Government the government has partially implemented the administrative judgments adopting on May 2016 the art. 2 sexies of law no. 89/2016, which recognise that care treatments, social security indemnity, including debit cards, perceived by reason of disability, if not included in the total income for IRPEF purposes, are excluded from the disposable income in relation to the ISEE. But, the new regulation eliminated exemptions and deductions (which are positive elements), restoring the equivalent scale with an increase of 0,5 points, without distinguishing the types of disabilities, penalizing families with a higher burden of care and with lower income and young people with disabilities. These rules have been adopted without any control or dialogue with the concerned stakeholders, in absence of a serious debate in Parliament.  

Proposed measures:

· Withdraw the law called "After Us" following by the adoption of measures aimed at taking full responsibility of the person with disabilities, starting from the day of birth or from the moment of disability until the end of the their lives, regardless of the presence or absence of the family able to care of them.

· Specific measures supporting families of PWD
· Promote policies in support of disability by giving priority to home assistance and to peoples which lives in greater poverty conditions

· Promote policies taking into account the evaluation the real wellbeing of PWD and their families
4. The dignity of People with disabilities
Relevant Article:

Article 3,4, 5, 12, 19 of CRPD

Critical issues: 
The Italian Civile Code provide the institute of interdiction proceedings (Article 414 of the Civil Code) which defines persons with disabilities not capable of discernment. The procedure activated by a family member deprives the disabled persons of any acting ability. In fact, the person interdicted loses its legal status of "person". 
As stated by the Committee on the Rights of Persons with Disabilities, “the denial of legal capacity to persons with disabilities has, in many cases, led to their being deprived of many fundamental rights, including the right to vote, the right to marry and found a family, reproductive rights, parental rights, the right to give consent for intimate relationships and medical treatment, and the right to liberty” (Committee on the Rights of Persons with Disabilities, General comment No. 1 (2014): Article 12,  Equal recognition before the law, Eleventh session 31 March - 11 April 2014, para. 8).

For instance, interpreting Article 12 in light of the right to live in the community means that support in the exercise of legal capacity should be provided through a community-based approach. In this contest, it is important that State Parties recognize the key role that Family Caregivers and the entire community (including all family, friends, and schools) may assume in ensuring PwD’s right to live independently. Only in this way, it would be possible to achieve the full inclusion and participation of persons with disabilities in the community. 

This Committee also pointed out that the problem of segregation of PwD in institutions is even worsened by the widespread denial of their legal capacity, which allows others to consent to their placement in institutional settings. Moreover, the directors of institutions are commonly vested with the legal capacity of the persons residing therein. All power and control over the person is in the hands of the institution (ibid., para. 46).  

Lastly, persons with disabilities should have “the opportunity to make meaningful choices in their lives and develop their personalities, to support the exercise of their legal capacity. This includes, but is not limited to, opportunities to build social networks; opportunities to work and earn a living on an equal basis with others; multiple choices for place of residence in the community; and inclusion in education at all levels” (ibid., para. 52).  
Proposed measures:

· Withdraw the interdiction and legal practice immediately and predict global interventions in social policies, always, of inclusion and accessibility to communication and exercise of legal capacity and the right to choice. 

5. Access to health care
Relevant Articles

Article 25 of CPRD

Critical issues:

The Italian National Health Service does not adequately support long-term therapies, palliative care and pain management. 9.5% of Italians give up healthcare for financial reasons. Weaknesses are focused on certain subjects and on specific areas (most of them women, in the South of the country) and include Family Caregivers and disabled persons, which are frequently victims of a dangerous institutional abandonment.

While government spending on health decreases, the private spending increases. In fact, to contain costs, the Regions introduced prescription charges and forms of sharing cost charged on private citizens.

These costs for families with disabilities are likely to determine the waiver to necessary health services, even at the risk of the entire population (http://www.istat.it/it/files/2014/05/cap4.pdf).

This is even more unfair to people with disabilities who need long-term treatment and/or palliative care due to complex and rare diseases. The diagnosis and treatment are bound to so-called "therapeutic appropriateness" and "prescriptive appropriateness", which respond to the logic of large numbers, effectively excluding serious rare diseases and complex disabilities.  
The procedures to access the NHS are complex : waiting lists are too long, long distances to the health clinics/hospitals, inaccessibility of hospitals and clinics: in just 36% of cases there is a priority route for patients with disabilities, no structure has relief maps for the blind while only 10% of the structures is equipped with tactile routes only half have light displays to allow reading to deaf people and only 12% of first aid (none in southern Italy) have locations or routes adapted for seeing patients with intellectual disabilities, a percentage that rises to 21% when considering surgeries and internal departments to health facilities. On the other hand, however, almost all the facilities (95%) allow the presence of a Family Caregiver for personal care when a person with disabilities is hospitalized and can stay beyond visiting hours, and this once again, goes to show, how even within the NHS taking care of patients with disabilities and supporting the Family Caregiver is usually not acknowledges, not even with a meal or a bed in case of night care (http://www.spescontraspem.it/documenti/articoli/221_allegato_303.pdf )
Proposed measures:
· Support significantly long-term therapies, palliative care, pain management, allowing free access to health service.

· Protect, through emergency measures, the health of family caregivers providing homecare replacement if you are unable to support assistance, and prevention and treatment of occupational diseases free of charge.

6. Implementation and monitoring of the CRPD
Relevant Articles

Article 33 of CPRD
Critical issues:

The mentioned provision requires States parties to establish mechanisms for the implementation and monitoring of the Convention at national level. The Convention envisages two parallel structures at national level: the first, at government level, is tasked with the implementation of the Convention. The second, at State level, tasked with promoting, protecting and monitoring implementation is required to include one or more independent mechanisms and to take into account the “principles relating to the status and functioning of national institutions for the protection and promotion of human rights”.   

Italy opted for a single focal point and coordination mechanism at the national level: the Directorate-General for Inclusion and Social Policies (hereinafter “Directorate”), an internal structure of Minister of Labour and Social Policies. This choice reflects the ancient medical and social understanding of disability, which is incompatible with the new paradigm endorsed by the CRPD. In this perspective, the Human Rights Council stressed the opportunity to review of the placement of the focal point within ministries of welfare or labour in favour of the Ministry of Justice. 

No other focal point exists at different layers of government (local or regional). This has serious consequences on the domestic implementation of the CRPD. The election of a single point only formally complies with Article 33, para. 1, CRPD. The full respect of the provision would require the institution of more focal points following the division of competences set out in Article 117 of Italian Constitution. The legislative competence over disability matters is shared between State and Regions. Therefore, each Region has its own regulation in this field; however, the State retains the power to determine the basic level of benefits relating to civil and social rights. 

The lack of regional focal points fragments the implementation of the Convention, causing structural differences between territory and inconsistencies. Consequently, the Directorate does not cover all the fields touched upon by the Convention, but mainly addresses issues related to employment, social affairs without any wide-ranging approach. 
As coordination mechanism, the Directorate should carry out a horizontal coordination among different Ministries and a vertical coordination among different level of governments. By contrast, no form of collaboration has been so far formalized. 

In order to implement Article 33, para. 2, CRPD, a National Observatory on the Status of Persons with Disabilities (hereinafter “Observatory”) was set up.  

 The Observatory was established by the Law No. 18/2009 (see Article 3) containing the authorization to the ratification of the Convention and its Protocol. Subsequently it was regulated by the decree No 167/2010, which entered into force in October 2010. The Observatory is composed of 40 members. They include nine representatives of various ministries, two representatives of local authorities (indicated from UPI and ANCI), two representatives of the Conference State-Regions, two representatives of the Social Security Institution (INPS), one representative of the National Statistics Institute (ISTAT), seven representatives of social partners (trade unions and industry organization), three independent experts and fourteen representatives of organizations of persons with disabilities (hereinafter “DPOs”). The DPO’s represented are FAND, UIC, ENS, ANMIL, UNMS, ANMIC, FISH, FAIP, AISM, AIAS, FIADDA, ANFFAS, Lega del filo d’oro, COORDOWN, UNIAMO FIMR Onlus, and Gli Amici di Luca. The Observatory also includes ten permanent guest members without voting rights. 

The Observatory does not satisfy the requirements enshrined in the Paris Principles, according to which independence and pluralism must be guaranteed. The requirement of pluralism is partially respected, but not that of independence. The Paris Principle clearly provides that the government representatives can have only an “advisory capacity”. By contrast, in the Observatory they have voting rights and they exercise a heavy power in deliberations. 

It should also be underlined that the structure of the body is placed within the Ministry of Labour and Social Policies, which finances it and is chaired by the Ministry itself. The Observatory does not have an independent budget, because its financial resources are drained from the funds of the Ministry. Furthermore, the DPO’s involved are financed by State or by other institutions for which disability and institutionalization of the disabled person are a source of income. And none of them has the statutory task of defending rights of Family Caregivers. 

Finally, with reference to the tasks, the CRPD is clear: the framework provided for in Article 33, para. 2, shall “promote, protect and monitor implementation of the present Convention”. According to Article 3 of Law 18/2009, the Observatory has the following tasks: to promote the implementation of the Convention, to prepare the report to submit to the CRPD Committee, to prepare a biannual plan for promoting rights of PwD, to monitor the disability policies, to promote studies and researches in this field, even including the collection of statistical data. The task of protection is totally absent. The Observatory has not judicial or quasi-judicial competence. It cannot hear and assess complaints or petitions.

In conclusion, the mechanisms of implementation and monitoring in Italy are not adequate, functional and independent in violation of article 33 CRPD.
Proposed measures:

Reform the mechanisms for the implementation and monitoring of the Convention in full compliance with the Article 33, in particular guarantying the principle of independence as demanded by the Paris principles.

Maria Simona Bellini

National President
� Cfr. Ministerial order 90/2001 and the ministerial circular 262/1988. The latter application is the decision of the Constitutional Court n. 215 of June 3, 1987 and appeals, within its text, the ministerial circular No. 163 of June 16, 1983, as well.
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