1) Presentation CIL Roma
The Association “Agency for Independent Living Onlus” is an Organization no profit for social utility. 

It was constituted in the 2002. In its work, the Association, specifically, promotes and supports the realisation of personal assistance through direct payment.

It organizes events to make the public opinion more aware about Independent Living and it promotes activities for the empowerment of disabled persons.

The Association presents proposals for the realisation of services to support the disabled persons and it is involved in happenings to get economical support to specific projects. 

It is in partnership with a National network of associations, that are focused on the realisation of the real value of disabled persons, their dignity and their freedom in the name of Independent Living. With the approval of the ONU Convention about the rights of the disabled people, the Independent Living’s philosophy found several approvals, especially with the art. 19 that gives the right to everyone to live  in  the society as everybody else. 

This new legislation  is asking a new organised arrangement that goes  beyond the actual restricted areas of the associations. 

Avi onlus  runs its activity and directly employs people with disability, so that the work is characterized like a service offered from disabled people to disabled person.

This  is a strategic choice that wants to move up the involvement of disabled people so that they can become responsible about themselves  and not only clients of the services. 

In this direction, in 2007, the Association has created a social cooperative to promote female enterprise in which are working two disabled women. The CIL created in Rome
actually supporting, more than 350 people to organize their own assistance. This activity is leaded in team with the Municipality of Rome.

The Association is composed of:

· Assembly  of all the members;

· The board with 5 members, all disabled people, including the President and the Treasurer.
The activities of the Association are divided in three matters: administration, research and selection of personal assistant, counselling.
2) Presentation of the Italian situation
In Italy life it’s not easy if you have a disability, specially for the cultural approach.  The disability is considered a problem for people who live with it and also for people who observe it.  Ages of discriminations, starting during Greek and Roman period and culminating during nazi regime with the extermination of disabled  people, have left a stigma. When people look to the disabled, they don’t accept the diversity, so the reaction  is to exclude, ostracize, refuse or took pity on them, consequently even if the public policy provides for adjusted laws, the policies are not respected.

This country is not free of barriers, everyday we have to surpass ourselves.

Now I give  few information about the disability in Italy. 

The number of the disabled persons is around 2.600.000, 4,8% of the Italian population.

People aged 18-64 with physical, psychic, sensorial handicap or mental illness are considered persons with disability. Elderly people more than 65 years old with a disability or chronic illness that not allow them autonomous life are still considered disabled.
Over then 700.000 persons have mobility disease, 376.000 have difficulty to take care themselves in daily personal activity and about 217.000 have visual problems, deafness or difficulty with the language.
The disability is a problem regarding above all the old persons, 1.200.000 are more than 80 years old.
66% of disabled persons are women.

93% of disabled persons are living with the family. 

85% of disabled persons are living with old-age pension or disability pension; only 3% of them are working and having salary. 

In 2004 people with disability living in Institutes were 190.000 (0,4%of the Italian population) 72% were women.

 83% were more then 65 years old.
The percentage of institutionalization change if people live in the north  or South Italy.

In the north is about 0,7% in the south 0,1% . 

Disabled persons have a lower level of  school education in comparison to the rest of the population.

One of the real problems in the Italian school system is the presence of architectonical  barriers, 60% of the schools have them. Another problem is the lack of technology.

66%  of disabled people are not working:  43%  are retired, 21,8% are not able to work. 
Only 3,5% of the disabled population works and 0,9% is looking for job

Historically, assistance activities, designed as charity, were in the hands of the Catholic Church. Only in 1890 with the law Crispi n. 6972, the State assumes for the first time responsibility for assistance and charity. Later, in 1948, the Italian Constitution, with articles 38, 117 and 32, ensures a social security system. In 1977 there is a measure of the Republic President n. 616 on the decentralization of State functions to local authorities which states in article 17:

"I transferred to the administrative regions of the State and entities referred to in art. 1 in the subjects' local police urban and rural, public charity, health care and hospital, artisan and vocational education, educational assistance  museums and libraries of local authorities, as related to social services of population of each region.” 

And in article 22 "Administrative functions relating to the matter public charity concern all activities relating in the context of social security, preparation and delivery of services, free or paid, or economic performance, free or fee in favor of individuals or groups, whatever the title under which category are identified, even when the forms of assistance to certain categories, excluding only the functions related to economic performance as a social security "and art. 25 "All administrative tasks for the organization and delivery of services and charities, including the previous articles 22 and 23 are allocated to municipalities under Article. 118, first paragraph of the Constitution "
Both the contents and the vocabulary reveal a development of culture of rights far short behind the European and international standards. In fact the first production of national legislation on social assistance is very recent: the Law 328 / 2000 "Framework Law for the implementation of integrated system of interventions and social services."

With this measure the disabled person is entitled to participate to the realization of his own individual welfare project (Article 14). The concept of charity is no longer used and the person is not considered any more an object of treatment, but becomes a subject who holds the right to choose his life plan. The pressure of associations, especially the associations in support of independent living, has played a decisive role in achieving this important innovation. Article 22 of Law 328 states, among the interventions considered essential level of provided benefits, "economic measures to promote independent living and the possibility to remain at home for people that are totally dependent or unable to carry out acts of their daily lives." 

"In order to guarantee the right to independent living for people with learning disability and severe restriction of personal autonomy in the conduct of one or more essential life functions, not be overcome by technical aids, how to carry out programs of assistance to the person managed indirectly, including through plans tailored to those who so request, with verification of benefits and their effectiveness "
Hence, you can find Independent Living in Italy, but it is not fully supported by the public social system and is organized differently in each region.

As we saw, in Italy, is ongoing a process which aims at the decentralization of legislative powers to Regions especially for what regards social politics, education and safe security. In these days is being discussed in Parliament the bill to give the Regions the fiscal federalism.

3) The Italian movement

In Italy there are two big Federations (FISH – FAND) that represent the movement of people with disability and they are interlocutor for the Parliament. 
Our CIL in Rome is a member of regional Fish.

Inside of these Federations you can find several associations,  each of one represents a different type of disability: muscular dystrophy, paraplegic, down syndrome, multiple sclerosis, visual impair, deafness etc.

Independent living is the main theme for most of the associations especially at local level, due to the fact that the political and financial  interlocutor is the Federal Region.

Anyway the associations that have as specific goal the personal assistance for Independent living have built up, in the October 2007, an informal network, a Coordination for the independent living that supports some initiatives. 

In December 2008, e.g., a proposal of law about personal assistance has been submitted to the Parliament and during this year there has been a campaign to sign up for P.A. 

4) Independent living ad Personal assistant 
Independent living philosophy fascinates but produces in the social service system also mistrust.

In the beginning of ninety’ years  the need to go beyond an abuse of welfare state encouraged people with disability to claim to be considered active persons, refusing to be taken in care like objects. The need to take back the power on the our own body, on the our own decisions suggested new political aims: to pass over to receive social services for the containment of the inconveniences to achieve the supply of assistance more personalized.

In 1992 the Parliament has approved a law about handicap (L.n.104/92) that has the goal to promote the full integration of the disabled person in the family, in the educational system, in the work and in the society.

In the 1998 a national law n. 162 provides for the right to an independent living and recognizes the opportunity of personal assistance.

In 2000, as we said, the new law 328 about the social services has been approved, but the implementation has not still happened. The financial, political and economic crisis contribute to reduce the rights. Last July the government tried to cut the mobility allowance, that for a lot of disabled people represents the only  benefit.
With the independent living  philosophy, the person with disability is the protagonist of his/her own life, skilled in take care of his/herself. To meet this challenge to the Social services system has found a kind of  opposition due to the fact that the decision makers were not disabled persons but they decide on the life of disabled people. Slowly  became clear that the public provider of the services didn’t recognized to disabled people  the self-management of their own assistance but preferred to control and institutionalizing inside of the family or of the institute.

The welfare system was indeed organized with the support of the family or with volunteer organism and social cooperative receiving money from the Municipality to give assistance to the persons with disability that received assistance from specialized organizations in which workers  take care of the person with disability carrying  out what the provider asks them. If people needed more assistance had to pay with economical personal assets.
We have to underline that the cost of the assistance provides from the Municipality, through its providers, is higher by comparison with the cost of PA directly recruited. It means € 20 for hour instead of € 12. 
The reason for a wage so low is due to the fact that in Italy people willing to work with elderly and disabled are mainly immigrants from Eastern countries or Italians temporary workers.
Trade Unions have considered this immigration phenomenon and the request coming from family with elderly persons, so they negotiated an agreement in which, according to the provision of law, it is possible for the workers to have contract for part time, full time, only during the night, all day and night.

Most of them are interested in receiving salary, food and cohabitation. This phenomenon was called badanti (carers: persons  looking after elderly people). We pay for a caregiver in cohabitation about € 1100.
Too many disabled people have taken these workers because the amount received for PA force it to switch to this type of workers.  With this working relationship the Municipality save money and this is one of the reason for the concession of direct payment.
The consequence is that this kind of job is considered not skilled and people with disability receive for the assistance  meagre funding.
Whereas, for the independent living movement, is very clear that the right personal assistance is a question that regards the human rights because the person has to have the right to choose how to be helped and self-manage his/her assistance, but to do it should receive the necessary funding.

As we said, in 1998 a law was approval so now is possible to receive direct payment to employ a PA but rarely the amount covers the entire salary of the employee.

For now only in a few Italian regions there is the opportunity to choose the personal assistance and often the final approved budget is not sufficient. Actually only in 10  regions it is possible to obtain direct payment for P.A. 

Another aspect of the growing up of independent living showed the need to enhance the work of PA requiring a new profile for the candidate who wants to work as personal assistant and in the same time also people with disability in his new role as an employer  requires new awareness, because now benefit and tasks must be agreed with the worker. The change is not easy for someone, better to encourage empowerment training and useful information about the knowledge of the  law.

Where to find the staff? If you need  PA you can find them by means of private agencies.
The Rome’ CIL has data bank to promote the match between demand and offer.
A person with disability who wants to practice independent living has to employ a worker and has to play the part of employer. Rome’ CIL offers all kind of information about laws, controversy and recently has started  peer counseling

6) Projects
We hope that the ratified Convention will support the right for independent living so that it could became a right fully protected.
It is important to cooperate with other European countries in order to build collaboration through the network and to take part of European projects.

It is fundamental, all together,  to develop political activities like to subscribe for PA campaign and international conference, to inform and to claim equal opportunities.
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