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ANED 2014 Task 3 - Accessibility to Healthcare

Name of country: Italy

Name of ANED expert: Giampiero Griffo

The Academic Network of European Disability experts (ANED) was established by the European Commission in 2008 to provide scientific support and advice for its disability policy Unit. In particular, the activities of the Network will support the future development of the EU Disability Action Plan and practical implementation of the United Nations Convention on the Rights of Disabled People.
 
This country report has been prepared as input for the synthesis report on Access to healthcare in European Countries. 

Discrimination
A recent report of the EU Agency for Fundamental Rights (FRA) groups discrimination in the context of health care into six categories: delay of treatment; refusal of treatment; lack of dignity and stereotyping; malpractice and poor quality of care; lack of informed consent; and harassment.
 An additional dimension could be liability to violence or physical harm. All of these could potentially be apply to people with disabilities.

1. Does non-discrimination law prohibit discrimination in the context of access to healthcare and disability? If so, is there an obligation to provide a reasonable accommodation to individuals with a disability? Please provide references to relevant legislative provisions and, if available, case law. Other sources, such as guidance notes and Codes of Practice may also be relevant with regard to addressing discrimination, and should also be mentioned. In addition, you should include reference to (and brief explanations of the findings of) any studies or reports relating to disability based discrimination in the context of health care.  

The Italian legislation includes a non discrimination law (Law 67/2006), that protects disabled people against all kind of discrimination in all areas.
 The law does not mention reasonable accommodation, but – through a procedure called “rito sommario di cognizione” (ritual summary cognition) - a judge (article 3) can sentence a person who has discriminated against a person with disabilities on the base of disability to The judge can “order to adopt (...) a plan to remove the discrimination”. The burden of the proof is charged on the discriminated person.
All public structures related to health services must be accessible.
 The same applies to private centres that provide health services in collaboration with public services. Private centres that provide health services independently are not obliged to guarantee accessibility (for example  dental private services), but a recent judgement
 has stressed that because these services are open to the public, they must respect the standard of accessibility required by Italian laws (Law 13/89, DM 236/89 and DPR 503/1996).

The competence to control physical accessibility is delegated to regions (that are competent in health issues) through territorial health services and hospitals. Control in respect of accessibility is a competence that also involves the municipalities. Authorization to open these services is subject to  rules that include  accessibility.

In reality, accessibility, both in public then in private services, is not always guaranteed. The state regulates the principles that the regions must respect and the state has delegated health competences to the regions. The regions define the rules and control respect of the rules. The municipality has some competences that involve stating that a property is fit for habitation or for a public services. Accessibility is required for this authorisation.
Research by the Unione Italiana di Lotta alla Distrofia Muscolare,
 a national association of people with muscular dystrophy, analysed various  public health organisations and services, in  61 Italian towns, shows that accessibility as a standard is not respected (there is a lack of accessible toilets, lack of spaces available, presence of barriers, etc.).
Another problem is that the possibility of using diagnostic instruments and health furniture for persons with disabilities, is that thy may be designed without attention to universal design. In the law there are not obligations to ensure usability of these instruments. Some services provide  a “Carta dei servizi” (Chart of services), that represents a pact between services and consumers regarding the standard and quality of provided services. Not all services do this, because is not an obligation.   Sometimes accessibility for persons with disabilities is mentioned in these, but not always.   
In 2013, on the initiative of civil society and experts, a “Carta per i diritti delle persone con disabilità in ospedale” (Chart for the rights of persons with disabilities in hospital)
 was developed. The chart is voluntary and is focused in particular on the needs of the persons with intellectual disabilities.
Particular target groups subject to inadequate medical treatment in general health services are persons with intellectual disability and persons on the autistic spectrum. These persons need specific attention because simple health treatment (an injection,  dental treatment, diagnostic analysis, etc.) can be traumatic if not carried out  in appropriate ways. A good practice example is the project DAMA
 (Disabled Advanced Medical Assistance), which started in 2000 in the San Paolo hospital in Milan with the collaboration of Ledha (regional DPO).
 A team of medical professionals (physicians, nurseries, etc.) are receiving training to guarantee the same level of health services (as stated in art. 25 of the CRPD) to this target group. This is also being carried out in Varese.
  
2. Are there legal or other guarantees in place to prevent the discriminatory denial of health care or health service, or the denial of food and fluids on the basis of disability? Are hospitals and medical practitioners required to establish any ethical or monitoring bodies in this respect? Please provide references to relevant legislative provisions and, if available, case law; as well as to any reports or studies on this issue – or campaigns e.g. by disabled people’s organisations.

The article 32 par. 2 of Italian Constitution says:  .n).

No one may be obliged to undergo any health treatment except under the provisions of the law. The law may not under any circumstances violate the limits imposed by respect for the human person.
In recent years a national debate has concerned who consider the issue of providing food and fluids to a person in SMC (state of minimum consciousness) a medical treatment (and subject to the consent of a relative) and who considers the same action for treatment for survival. The basic philosophical contrast are related if a life in SMC is a life in dignity. An example that divide the Italian public opinion is the Eluana Englaro case.
 a person in SMC for years, that the parents decide to stop the foods and fluids administration. A discussion on the biological testament – the law that can discipline similar cases - not arrive to approve a law in this issue for the strong differences of the position in the Parliament.
The Italian national bioethics committee has approved in the March 2006 an official  document on the issue related to the case of Eluana Englaro named “L'alimentazione e l'idratazione in pazienti in stato vegetativo persistente” (Food and hydration for patients in SMC).

3. Does the law prohibit or allow discrimination / different treatment of persons with disabilities in the context of health insurance? Please provide references to relevant legislative provisions and, if available, case law; as well as any studies or reports on this issue, or campaigns e.g. by disabled people’s organisations. 
Discrimination against persons with disabilities in health insurance has diminished in recent  years , even though there is not a specific law to protect disabled people from this form of discrimination. A particular target group that is often subject to discrimination are persons with intellectual and behaviour disability and persons with psychosocial disability. For this reason  recently an agreement
 between the Istituto di vigilanza delle assicurazioni private (Private insurance control institute), the Ania (Associazione delle imprese assicuratrici, Insurance company association), the Progetto Itaca onlus (a DPO) and the Unasam (Unione nazionale delle associazioni per la salute mentale, (National Union of mental health associations) has stressed that any form of discrimination for these persons with regard to health insurance will be forbidden. So from the end of summer 2014 the “General conditions” of  insurance companies will forbid the different treatment of this target group.

4. What opportunities do people with disabilities have to make complaints if they feel they have been discriminated against in the provision of healthcare, e.g. through courts, equality bodies, ombudsman, health authorities? Please identify the option or options available. Please indicate what kind of sanction or remedy can be imposed in cases of discrimination. If available, please give statistics about the number of complaints relating to alleged disability discrimination. In addition, please provide details of any studies or reports on this issue.

Italian legislation includes a non discrimination law (Law 67/2006), that protects against all kind of discrimination in all areas.
 The law does not mention reasonable accommodation, but – through a procedure called “rito sommario di cognizione” (ritual summary cognition) - the judge (article 3) can pass sentence on people in “order to adopt (...) a plan to remove the discrimination”. The burden of the proof is on the  person who alleges discrimination.
No specific statistics are available on this issue. A web site that records all judgements related to persons with disabilities
 shows that in general the use of the discrimination approach in the complaints is very limited. The perception of discrimination between persons with disabilities and their families (and in general from the society and public institutions) was developed only in recent years, on the basis of the CRPD knowledge.
 Because a judgement must be made in Italy within 7 years (Italy is subject to the judgement of the Court of Strasbourg that stresses that a long period of waiting for a court judgement represents a violation of Human Rights), people do not present frequently complains to the court. Italy does not have a National Institution on Human Rights (NIHR). The Italian system to protect the Human Rights meets the low level of the UN principle of Paris (Italy has only a parliamentary commission on Human Rights that does not have the power of protection. The Ufficio nazionale antidiscriminazioni razziali (UNAR) – National office against  racial discrimination – and the Comitato italiano sui diritti umani (CIDU)  – Italian committee on Human Rights - do not have this power and are governmental bodies). Only the UNAR  intervenes in the case of discrimination, but with a low level of power (they may send a letter without follow-up). .

Informed Consent and Consent for Medical Experimentation
5. Please briefly summarise the law relating to informed consent. Does legislation relating to the need for informed consent to treatment refer to people with disabilities in any way, e.g. does it specifically address informed consent of people with intellectual disabilities or people with psychosocial disabilities? Please provide references to relevant legislative provisions and, if available, case law; as well as any relevant studies or reports or campaigns. 

Article 32 of the Italian constitution says that no one may be obliged to undergo any health treatment except under the provisions of the law. The law may not under any circumstances violate the limits imposed by respect for the human person. Italian legislation  (law 28 March 2001, n. 145) has ratified the Convention for the Protection of Human Rights and Dignity of the Human Being with regard to the Application of Biology and Medicine: Convention on Human Rights and Biomedicine of 4 April 1997 from the Council of Europe,
 that in  articles 5 and 9 regulate the free and informed consent and the consent of people who can not express  consent for particular conditions. For vaccinations it is obligatory to have informed consent.

The informed consent protects patients if medical treatment is not desired. At the same time it protects physicians and drug manufacturing companies against requests for compensation in the case of damage to the health of the patient subject to treatment.
In case of emergency the medical treatments are not subject to informed consent.
If medical treatment does not respect the rules of informed consent, physicians can be prosecuted under civil and criminal law.

The professional categories related to health interventions have a specific deontological code (for physicians, nurses, physiotherapists, etc.).
6. Can a person with disabilities be subject to medical or scientific experimentation without giving his or her consent? If so, under what circumstances and subject to what guarantees? Please provide references to relevant legislative provisions and, if available, case law; as well as to any relevant studies or reports or campaigns.

The obligatory health treatment (TSO) for a mental health condition in hospital is not subject to informed consent
 if there is a high degree of altered mental state that demands urgent medical treatment. The patient does not have to agree to the treatment if there is no alternative solution available in the area to prevent hospitalization.  TSOs are decided on by the mayor on the basis of a public physician’s proposal and authorised by the competent authorities (mainly the Mayor of the city where happen the crisis). The TSOs are subject to the control of the safeguarding judge. TSOs are valid for 7 days and any renewal of the TSO must be motivated by a public physician's proposal. Any person can present their opposition to the TSO to a court. Consent can be annulled at any time by the patient. Informed consent can be expressed by another person if there is a clear statement to this effect by the patient.
Fora person who cannot represent himself/herself, informed consent is decided on by the guardian or by the support administrator,
 but the person subject to a guardian has the right to be informed and his/her will must be taken into consideration.

An interesting case is the refusal of a TSO for religious reasons by a Jehovah’s Witness in case of a blood transfusion.

For any research that involves a person in any aspect it is necessary to receive the informed consent of the person. 
7. Can a person with disabilities decide for him or herself whether to participate (and withdraw) from clinical trials even if somebody else (e.g. a guardian) takes a contrary view? Please include references to any relevant legislative provisions and, if available, case law; as well as relevant studies, reports and campaigns.  

For a person who cannot represent himself/herself informed consent is decided on by the guardian or by the support administrator, but the person subject to a safeguarding has the right to be informed and his/her will must be taken into  consideration. In the case of conflict on informed consent between the guardian or the support administrator and the person concerned, the decision is taken by the judge on the basis of concrete motivation. A good example of the legal protection of these citizens is the association Persona e danno (Person and damage),
 that utilises  legal instruments to identify the responsibility of the person or public entity that produces damage to a person with intellectual disability in case of inappropriate medical treatment. No data are available.

Rehabilitation
8. Does legislation or policy guarantee a minimum right to rehabilitation following the onset of a disability? If so, please provide further information, e.g. length, funding, nature of rehabilitation. Are these or other rehabilitation services also available to people who have always had a disability? Please provide details of any relevant studies and reports which  consider the appropriateness of the nature and/or availability of these services.

All public health services are provided by the National Health Service (SSN) through the Regions, and they organise services on the basis of territorial services and hospitals. This decentralisation of competence often produces a different situation region by region. The regions must respect Essential levels of assistance (LEA)
 in the planning of rehabilitation services. Rehabilitation services are guaranteed to persons who have a recognised 33% of invalidity or if under 18 years, who have permanent difficulties in carrying out daily life activities and functions  related to their age.
 Rehabilitation services – managed by the regions - can be provided by public  or by private organisations in co-operation with public health services.
 Private organisations must respect specific regional criteria in order to be accredited by the Regions.  Rehabilitation for persons with disabilities because of a work accident is provided by the INAIL, National Institute for insurance against  work accidents
 Aids (medical and orthopaedic; wheelchair and other aids) are provided by the state through the National Health Service (SSN), which provides a specific list of aids named “Nomenclatore tariffario”.
 The last up-dating of this list was in 1999. All technological aids are not included in this list (but some regions provide some of these technological aids). Persons with disabilities can buy technological aids with a discount for VAT (4% of the cost), through bureaucratic procedures.

The Italian national bioethics committee has approved in March 2006 a document on Bioethics and Rehabilitation.

The rehabilitation services in Italy are mainly concentrated on medical issues, and frequently do not include habilitation. Only in the Spinal cord injury units
 is there inter-related treatment.
 The treatment includes emergency intervention, initial rehabilitation, all medical treatment related to the health condition in case of Spinal cord injury and all interventions related to habilitation of the person living with the consequences of injury. 

Training / Awareness Programmes
9. Do action programmes or training requirements related to healthcare professionals seek to raise awareness of the human rights, dignity, autonomy and needs of persons with disabilities in healthcare, including through the promulgation of ethical standards? If so, please provide details.

The health service has some funds to train and update professionals of public health services. No information is available as to whether the training includes  awareness of human rights, dignity, autonomy and needs of persons with disabilities in healthcare, but this training is often focussed only on medical issues. No data are available.

� European Union Agency for Fundamental Rights (FRA), Inequalities and multiple discrimination in access to and quality of healthcare, 2013.


� Law 1° March 2006, n. 67, "Misure per la tutela giudiziaria delle persone con disabilità vittime di discriminazioni" (Measures for legal protection of persons with disabilities as victims of discrimination), in Gazzetta Ufficiale n. 54 of 6 March 2006, see � HYPERLINK "http://www.parlamento.it/parlam/leggi/06067l.htm" ��http://www.parlamento.it/parlam/leggi/06067l.htm�. 


� Decreto del Presidente della Repubblica 14 January 1997 Approvazione dell'atto di indirizzo e coordinamento alle regioni e alle province autonome di Trento e di Bolzano in materia di requisiti strutturali, tecnologici e organizzativi minimi per l'esercizio delle attività sanitarie da parte delle strutture pubbliche e private (Approval of the principles and coordination to the regions and authonomous provinces of Trento and Bolzano related to structural, technological and organizative minimum requirements for health activities in private and public structures), see � HYPERLINK "http://www.parlamento.it/parlam/leggi/06067l.htm" ��http://www.parlamento.it/parlam/leggi/06067l.htm�.


� Tribunale amministrativo regionale della Sicilia (Sicily regional administrative Court), Palermo, Judgement 5 august 2010 n. 9199 : medical services in general health, because is service open to the public, must respect the legislation on accessibility for persons with disabilities.


� Law 9 January 1989, n. 13. Disposizioni per  favorire  il  superamento  e l'eliminazione delle barriere  architettoniche negli edifici privati (Disposal to support the removal and elimination of architectural barriers in private buildings); Ministry decree – Ministry of public work 14 June 1989, n. 236. "Prescrizioni tecniche necessarie a garantire l'accessibilità, l'adattabilità e la visitabilità degli edifici privati e di edilizia residenziale pubblica sovvenzionata e agevolata, ai fini del superamento e dell'eliminazione delle barriere architettoniche" (Technical prescription for guarantee the accessibility, adaptability and visitability of private buildings and public housebuilding for removal and elimination of architectural barriers) ; Decree of President of the  Republic 24 July 1996, n. 503 -- Regolamento recante norme per l'eliminazione delle barriere architettoniche negli edifici, spazi e servizi pubblici (Regulations for elimination of architectural barriers in public building and space and services), see � HYPERLINK "http://www.handylex.org/stato/d240796.shtml" ��http://www.handylex.org/stato/d240796.shtml�. 


�  See Decree of President of the  Republic 24 July 1996, n. 503 cit.


� See � HYPERLINK "http://www.uildm.org/gruppodonne/laccessibilita-dei-servizi-di-ginecologia-e-ostetricia-alle-donne-con-disabilita/"��http://www.uildm.org/gruppodonne/laccessibilita-dei-servizi-di-ginecologia-e-ostetricia-alle-donne-con-disabilita/�. 


� It is possible to download the chart from:  � HYPERLINK "http://www.spescontraspem.it/articolo.cfm?id=114"��http://www.spescontraspem.it/articolo.cfm?id=114�. 


� See the web site � HYPERLINK "http://www.progettodama.it/DAMA/Home_Page.html"��http://www.progettodama.it/DAMA/Home_Page.html� . For more information contact � HYPERLINK "mailto:dama@ao-sanpaolo.it"��dama@ao-sanpaolo.it� .


� � HYPERLINK "http://www.ledha.it/"��http://www.ledha.it/� 


� See the web site � HYPERLINK "http://www.ospedalivarese.net/progetto-dama"��� https://www.ospedalivarese.net/progetto-dama


� Nessuno può essere obbligato a un determinato trattamento sanitario se non per disposizione di legge. La legge non può in nessun caso violare i limiti imposti dal rispetto della persona umana


� See the web site � HYPERLINK "http://it.wikipedia.org/wiki/Eluana_Englaro"��� � HYPERLINK "http://www.ilpost.it/2014/02/09/eluana-englaro/" �http://www.ilpost.it/2014/02/09/eluana-englaro/� 


�, � HYPERLINK "http://www.governo.it/bioetica/pubblicazioni/PARERI_2003_2006_ITA.pdf"��http://www.governo.it/bioetica/pubblicazioni/PARERI_2003_2006_ITA.pdf�.


� See the web site � HYPERLINK "http://www.avvenire.it/Cronaca/Pagine/disabili-mentali-assicurazioni.aspx"��http://www.avvenire.it/Cronaca/Pagine/disabili-mentali-assicurazioni.aspx� 


� Law 1° March 2006, n. 67, "Misure per la tutela giudiziaria delle persone con disabilità vittime di discriminazioni" (Measures for legel protection of persons with disabilities as victims of discrimination), editing in Gazzetta Ufficiale n. 54 of 6 March 2006 


� See the web site � HYPERLINK "http://www.jusabili.com/"��www.jusabili.com�. 


� See the UNAR, Relazione al Parlamento sull'effettiva applicazione del principio di parità di trattamento  e sull'efficacia dei meccanismi di tutela 2012 (Report to parliament on effective application of the principle of equal treatment and on the effectivenes of protect mechanism 2012). � HYPERLINK "http://www.unar.it/unar/portal/wp-content/uploads/2013/09/Relazione-2012.pdf"��http://www.unar.it/unar/portal/wp-content/uploads/2013/09/Relazione-2012.pdf�. 


� The text of the convention is available from:� HYPERLINK "http://conventions.coe.int/Treaty/en/Treaties/Html/164.htm"��http://conventions.coe.int/Treaty/en/Treaties/Html/164.htm�. 


� A detailed document of informed consent is available on the web site � HYPERLINK "https://www.enpam.it/wp-content/repository/universaliamultimediale/CI/8.htm"��https://www.enpam.it/wp-content/repository/universaliamultimediale/CI/8.htm�. 


� Some judgement on this issue is available on the web site � HYPERLINK "http://www.personaedanno.it/malpractice-medica/omissione-di-cure-terapie/"��http://www.personaedanno.it/malpractice-medica/omissione-di-cure-terapie/�. 


� Articles 33-35 of the law 23 December 1978 n 833 “Istituzione del Servizio Sanitario Nazionale” (Institution of the national sanitary service). The TSO was introduced in Italy with the law that closed the psychiatric hospitals, law 13 May 1978 n 180 “Accertamenti e trattamenti sanitari volontari e obbligatori” (Voluntary and obliged Sanitary assessments and treatments). The regional regulation is the Raccomandazioni in merito all'applicazione di accertamenti e trattamenti sanitari obbligatori per malattia mentale (Reccomandations related to application of voluntary and compulsory health assessment and treatment for mental health), from the Conferenza delle regioni e delle province autonome, 09/038/CR7C7, 29 April 2009.  For the evaluation of the result of this law see the web sites: � HYPERLINK "http://www.edscuola.it/archivio/handicap/basaglia.html"��http://www.edscuola.it/archivio/handicap/basaglia.html�. 


� Support administraton was introduced by the law 9 January 2004 n 6 Introduzione nel libro primo, titolo XII, del codice civile del capo I, relativo all'istituzione dell'amministrazione di sostegno e modifica degli articoli 388, 414, 417, 418, 424, 426, 427 e 429 del codice civile in materia di interdizioni e di inabilitazione, nonché relative norme di attuazione, di coordinamento e finali (Introduction to the first book, title XII, of the civil code, I area, concerning the institution of the support administrator and modification of  articles 388, 414, 417, 418, 424, 426, 427 e 429 of the civil code, related to the safeguard and incapacitation and the related norms of application, coordination and final).


� Corte d'Appello di Milano, I sezione civile, 19/8/2011, sent.  N 2359/11. For a comment see the web site: � HYPERLINK "http://studiolegaletolesino.wordpress.com/2013/02/04/il-trattamento-sanitario-obbligatorio-nei-confronti-del-testimone-di-geova-che-rifiuta-la-trasfusione-studio-legale-tolesino-campobasso-molise/"��http://studiolegaletolesino.wordpress.com/2013/02/04/il-trattamento-sanitario-obbligatorio-nei-confronti-del-testimone-di-geova-che-rifiuta-la-trasfusione-studio-legale-tolesino-campobasso-molise/�. 


� See the web site � HYPERLINK "http://www.personaedanno.it/"��www.personaedanno.it�. In the same web site is possible download some judgement related to health and persons with disabilities, see � HYPERLINK "http://www.personaedanno.it/malpractice-medica/consenso-informato/"��http://www.personaedanno.it/malpractice-medica/consenso-informato/�. 


� The LEA are regulated by the Decree of the President of Council of Ministries 23 April 2008.


� Article 2 of Law 30 March 1971, n. 118 - "Conversione in legge del D.L. 30 gennaio 1971, n. 5 e nuove norme in favore dei mutilati ed invalidi civili." (Editing in the G.U. 2 April 1971, n. 82), � HYPERLINK "http://www.handylex.org/stato/l300371.shtml" ��http://www.handylex.org/stato/l300371.shtml�.


� Article 26 of the Law 23 December 1978, n. 833 - "Istituzione del servizio sanitario nazionale" (Editing in the G. U. 28 December 1978, n. 360, S.O.).


� � HYPERLINK "http://www.inail.it/internet_web/appmanager/internet/home"��http://www.inail.it/internet_web/appmanager/internet/home�. 


� Article 26 of the  law 23 December 1978 n 833 “Istituzione del Servizio Sanitario Nazionale” (Institution of the national sanitary service).


� See web site � HYPERLINK "http://www.governo.it/bioetica/pubblicazioni/PARERI_2003_2006_ITA.pdf"��http://www.governo.it/bioetica/pubblicazioni/PARERI_2003_2006_ITA.pdf�, page 313.


�There are 11 Spinal cordi injury Unipolar Unit in Italy,  see web site � HYPERLINK "http://www.ausniguarda.it/LAssociazione/LUnita_Spinale/LeUnitaSpinaliInItalia.kl" ��http://www.ausniguarda.it/LAssociazione/LUnita_Spinale/LeUnitaSpinaliInItalia.kl�. 


� See the Guide lines for spinal cord injury in the web site � HYPERLINK "http://www.galm.it/wp-content/uploads/2011/06/Unita_Spinali.pdf"��http://www.galm.it/wp-content/uploads/2011/06/Unita_Spinali.pdf�. 
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