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CITTADINANZATTIVA/ACTIVE CITIZENSHIP
NETWORK: A SHORT INTRODUCTION
Cittadinanzattiva
Italian NGO founded in
Italy in 1978.

More than 30.000 memebers, 250 local
assemblies and 84 Citizen Advisory
Centres.

Mission: promote active participation of citizens
and protection of their rights.

Active Citizenship Network

The European branch of Cittadinanzattiva,
established in 2001.

One of the most widespread network,
with more the 100 civic, patients and user
organisations.

Promote the point of view of European
citizens in all public policies areas,
focusing on healthcare, consumers and
corporate social responsibility issues.

AT NATIONAL LEVEL
Our main advocacy instruments :
84
PIT-Citizen
Advisory
Centres
providing
guidance,
information and protection for free.

Tribunal for Patients
Rights
✓ 39 years of "history,
experiences, battles"
✓ 330 locations across
the entire territory,
including Hospitals
and
Territorial
Services
✓ About 10,000 active
citizens

Each year, all claims & requests of
information (average 25,000 /year)
are included in a National Report: a
civic point of view about the daily
relationship between the National
Health System and citizens
Last 19 October 2017
Observatory on Federalism in Health!
1996 - National Coalition of
Associations for Patients suffering
Chronic
Diseases
(CnAMC).
crosscutting alliance that work
together to strength the success of
their actions- Annual report.

AT NATIONAL LEVEL
Observatory on Federalism in Health
Inequality in access to innovative medicines
-

From the results of the Civic Monitoring of 62 Oncological Structures (18 regions) at
territorial level the days for inserting innovative oncology medicines into the
Hospital Pharmaceutical Formulary (PTO):

In which way Cittadinanzattiva intervene in the medicines access
policies?
• Protection:

Information: communication campaigns

-

sectorial studies, public consultations, editorials,
on line and on the spot information, civic
recommendations, opinions etc..

25.000 complaints= main citizens
problems – Annual Report

Political actions
from real cases

Civic Audit
2001 - Specific methodology to evaluating
public health care organizations

• Monitor availability:
By our Cronic associations network and local points: real access at local level
i.e. 2014: unavailability of medicines for bladder cancer treatment

National example of advocacy work on
innovative medicines for Hepatis C

We observed some alarm Bells
Little attention is paid
to temporary foreigners
and not-registered EU
citizens and to the prison
inmates
Multiple criteria
and guidelines in interregional mobility – non
residents

Disaggregated locations
of prescription centres

The eligibility
criteria
Exclusion for those with COINFECTION (HIV-HCV)

Exclusion from the
reimbursements for those
who do not fall within the
criteria

7 elegibility criteria and
specialized prescription
centres

Critical Issues

«Selection
amongst the
patients»

The right to get
cured, is the right
of very few
patients…

AIFA Eligibility criteria

… who is «enough» or
«too» sick?

Regional Commissions
Working Groups
Technical Tables

… who cannot afford
such expensive cares?

Contrast with the
principles of
"universality,
fairness and
access" of the SSN

National Program for social and legal protection
Accomplished tasks
Creating a website - www.csiamo.cittadinanzattiva.it

Information, counseling and tutelage service - dedicated phone number= reality
Periodic monitoring of access to thrapies in the prescription centres: number
of patients undergoing treatment, waiting times, etc. To COLLABORATE
Interviews with the Regional Presidents and / or Assessors
Creation of a Dossier with the analysis of Regional Deliberations

Institutional relations- Parliament and National Bio ethic Committee (CNB), AIFA

Press releases, editorials to 'move' public opinion, companies, institutions, etc.

Final national report with
all the gathered
information

The Tutelage Program in Numbers
From July 2015 to
February 2016

15 interviewed
Regions and
Autonomous
Provinces

50 monitored
prescription
centres

3118
Managed contacts

150. 000
leaflets
600 posters

What citizens
reported to us?
Report

%

Lack of information on new medicines

45

AIFA Eligibility Criteria

27.5

Prescription centres

9.5

Request for information on how to act upon
discovery of the disease

8

Medicine prices

4.5

Difficulty in accessing medicines even after
admission to the treatment

4
1,5

Possibility to get cured abroad
Total

100%

What has
changed...also thanks
to our work

Ad hoc funding for the purchase of
innovative medicines
€ 500 million per year

Increase of the
prescription centres

Stability Law 2015 for 2015-2016

AIFA predicts an increase of 273

Financial Law 2017

(from 204 to 226)

Eradication plan for the HCV virus
(3 years)
Increase the number eligibility
criterias from 7 to 11
(Determinazione AIFA 500/2017)

AT INTERNATIONAL LEVEL
Active Citizenship Network (ACN), is

member of:
• EU Health Policy Platform (DG Sante)
• Active Citizenship Structured Dialogue Group (DG Home)
• European Consultative Consumer Group (DG Justice and Consumers)

Our main advocacy instruments at EU level:
•

European Charter of Patients’ Rights (2002): 14 rights

•

European Patients’ Rights Day (since 2007) celebrated every year on
18th April with local, national and EU events across Europe

•

MEPs Interest Group “European Patients' Rights and Cross-border
Healthcare” (2015)

The EU Charter of Patients’ Rights
In 2002, ACN, together with organizations from 12 EU countries, established the European
Charter of Patients’ Rights. It lists 14 fundamental patients’ rights, which each EU country
must protect and guarantee. Translated in 17 languages, it has become a reference for EU
citizens’ rights in healthcare and a milestone for other EU Charters. All these rights, based
on the Charter of Fundamental Rights of the European Union (art. 35).
Why?
• To bring together the inalienable patients’ rights which
each EU Member State should protect and guarantee
•

To help building a European identity

• To facilitate dialogue among different stakeholders
and for setting standards.

The EU Charter of Patients’ Rights
14 fundamental
Rights:
1. Preventive measures
2. Access to care
3. Information
4. Consent
5. Free choice
6. Privacy and confidentiality
7. Respect of
patients’ time
8. Observance of quality standards
9. Safety

10. Innovation
11. Avoidunnecessary suffering and pain
12. Personalized treatment
13. Complain
14. Compensation
+
3 Active Citizenship Rights
To participate in policy making

European Charter of Patients’ rights (IV)

It has become a milestone and has inspired many other
Charters of rights in Europe!

Monitoring
In the past years, Active Citizenship Network has developed two European
Assessment programmes on the Patients’ Rights Charter with data collected from
20 European countries.
The overview of the Report shows the following results:
The point of view of citizens

Universitat Internacional
de Catalunya

From the
EU Charter of Patients’ Rights
to the new MEP Interest Group

European Patients’ Rights Day
The reinforcement of patients’ rights established in the EU
Charter will become effective only with the cooperation and
commitment of all healthcare stakeholders in every EU
country.
For this reason, since 2007, Active Citizenship Network,
together with citizens’ and patients’ organizations across
Europe, has been taking the initiative to organise every year,
on the same day, a European Patients’ Rights Day in all the EU
Member States + a European Conference in Brussels.

It has become a fixed appointment in European political agenda to
inform, discuss and take commitments to improve patients’ rights in
Europe and in each Member State.
"European movement on patients rights"

European Patients’ Rights Day: common
heritage for different stakeholders

Official Endorsment by the EU Parliament

“The European Parliament recognizes the value of citizens’
initiatives, such as the European Charter of Patients’ Rights
based on the Charter of Fundamental Rights of the European
Union, and the European Patients’ Rights Day, which has been
organised every year on 18 April since 2007; invites the
Commission and the Member States to support the European
Patients’ Rights Day at local, national and EU level”.
(Report on safer healthcare in Europe: improving patient safety and fighting
antimicrobial resistance (2014/2207(INI))", approved by the European Parliament
on 19 May 2015)

Civil society and patients’ organizations together with Members of the EU
Parliament to strengthen the protection of patients’ rights in the European
framework
To mobilize all efforts to build enabling environment for citizens' and patients'
organizations in the European health policy.
To contribute to strengthen an European citizenship, putting in practice the
benefits the EU brings to patients

The MEP Interest Group was officially
launched on 2 December 2015
33 MEPS, 100 associations,
6 meetings
3 fixed for next year

Thank you!
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