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On the contrary, patients have to give voice to their ideas, as they 


-	 are the only ones entitled to their health 

–	 have the right to have their will and experience  respected 

–	 can bring to the table a valuable perspective which comes from being the 
receiving end of health services 

–	 can determine new directions and priorities 

–	 can focus on issues that researchers are not aware of 

– 	 are markers of  how services are working 

–	 can build a partnership between who makes medicine and who uses it 



Euro Health Consumer Index: 
 

The Euro Health Consumer Index  (2009) 
ranks Italy : " technically excellent in many 
places, but poor geographical equity. 

Ovest	 Autocratic attitude from doctors prevents 
Nord	 Italy from scoring high in a consumer 

index. A power shift to patients necessary". 



Two international organizations: 
 

• The Cochrane Collaboration 
Working together to provide the best evidence for health care 

http.// www.cochrane.org 

• World Alliance for Patient Safety 
 

http://www.who.int/patientsafety/en/ 



From the Cochrane Collaboration website:
 

The aim of any medical care is to benefit patients. 
Ultimately, the best person to judge whether any 
healthcare intervention has been beneficial is 
the patient. 



http://consumers.cochrane.org/ 
 

⇒More than 700 consumers from 50 countries 
 



From the Cochrane Manual: 
 

• Accessibility and promotion of Cochrane reviews to the general public 

• Consumers perspectives in commenting  the Cochrane reviews 



From the Cochrane Consumer Network (CCNet) executive: 
a 2011 report 

7. Work in progress 
Work continues in the areas of training, communications with special 
attention to not-English first language people, global involvement, 
consumer integration and consumer support. 

N:B::HIGHLIGHT  TO GET PAST LANGUAGE 
BARRIERS .Translation PLS 





WHO 1978: 
 

The people have the right and duty to participate individually 
and collectively in the planning and implementation of their 
health care. 

WHO/Patients for Patient Safety 2008:
 

Safety will be improved if patients are included as full 
partners in reform initiatives, and learning can be used 
to inform systemic quality and safety improvements. 



Putting Patient Safety on the World's Agenda:
 

Patient Safety is a global problem 

The Fifty-seventh World Health 
Assembly supported the
creation of an international 
alliance to facilitate the 
development of patient safety 
policy. 

The World Alliance for Patient Safety
was launched in October 2004. 

Work in such areas as: research, 
reporting and learning, 
designing and implementing
solutions, taxonomy,  and 
global patient safety 
challenges. 

Patients for Patient Safety: 
Safety will be improved

if patients are included as 
full partners in reform
initiatives, and learning 
can be used to inform 
systemic quality and 
safety improvements. 

World Health Assembly, 
2002 

‘…Urging member states to pay 
the closest possible attention 

to…patient safety…’ 



First Patients for Patient Safety workshop/ London  27-30 Nov 2005 :
 

24 participants selected through an international call for applications from 20 countries of the 
six geographical regions of WHO 

Achievements: Formation of a global Patient Voice – London Declaration 



PFPS 2005 - 2010 



Patient Safety Champions’ activity: 
 

Presence in 
�  Patients Organizations 
� Training Courses 
� Media Campaigns 
� Networking 
� Journal Articles 
� Patient Materials 

Presentations to Committees 
■ Healthcare 

� Health quality andworkers hospital boards 
■ Medical Students 

� Health ministries 
■ Patients 

� WHO expert 
■ Hospital boards committees 
■ National groups 
■ Health Ministers 



Susan Sheridan, PFPS Chair, USA 
 
Sue one of the 25 American women  
who made a difference in healthcare 



Rebecca O’ Malley, PFPS Champion, Ireland 
 

Rebecca: invited as member of the ‘Commission on 
Patient Safety and Quality Assurance’, set up by the Irish 
Minister for Health. 

“Health chiefs should learn from their mistake, or else 
step aside” 



PFPS/ Danmark 
 



Sara Yaron, Israel
 

First National Meeting on Patient Safety 

Tel Aviv, March 15th 2011 



Mingming Zhang, China 

Patient safety lessons for 

clinicians. Chengdu Hospital 



Claudia Cattivera, Argentina 
 



Nagwa Metwally, Egypt 
 



Jolanda Bilinska, Poland 
 



Robinah Kaitirimba, Uganda 
 



Silvana Simi, Lucio Patoia, Italy 
 



A metaphor: 
 

•IKEA: sells flat-pack furniture 
•CUSTOMER: carries it home and assembles it himself 
•IKEA: saves space, time, money  and can reduce its prices 
•CUSTOMER:becomes a partner in the manifacturing process and is happy to invest time 
and efforts in his home. 

• Flat-pack patient : contributes to  define, implement and co-create his own 
health and health service 
• A win-win situation 



A patient centred medicine, a patient driven  medicine 

Five concepts as fundamental to the endeavor of achieving meaningful


improvement in healthcare system safety:
 

• transparency 
• care integration 
• patient/consumer engagement 
• restoration of joy and meaning in work 
• medical education reform 

If health and/or healthcare is on the table,  then the consumer (public, patients, 
family members) must be at the table, every table. NOW. 

Qual Saf Health Care (2009) 18: 424-428 



Alice's Adventures in Wonderland 
 

“ Would you tell me, please, which way I ought to go from here?” said 
Alice. 

“That depends a good deal on where you want to get to. “ said the 
Cat. 



What do we want to get to? Some challenges 
 

for professionals: to receive this message overcoming both the 
arrogance (self-referentiality) of the technical knowledge and the 
paternalism inborn in the doctor-patient clinical relationship 

for the NHS: to give the way for active public participation 

for Patient Associations: not only tutorship,  but mentoring 
developing autonomy and empowerment 
paying attention to conflicts of interest 

for patients themselves: from under-informed and over-
controlled persons, to become autonomous citizens, leader 
actors of their health 

from patients needing to be reassured, to  persons 
knowing their own rights, able to make choices and to speak up 
for themselves 



The way forward:
 

§ quality training for public involvement 

§ inclusion of patient training issues  in research proposal budgets 

§ looking at this as an added value to research proposals 

§ engaging patients in professional learning 

§ get past language barriers 

And also : 

§ defining criteria of representativeness 

§ dedicated budged to refund/support 

§ attention to possible conflict of interest 



….and:
 

Will it be easy and quick? 
Definitely NO. 

Will it be worth? 
Definitely YES. 



The autonomous patient: 
 

Patients are very clever to identify critical points, if they 
are given the opportunity to do it 

The more patients will be involved the more health 

research and health services will grow in democracy 

and will be tailored on people’s needs. 

Autonomy (what the patient wants) trumps beneficence 
(what the doctor thinks best for the patient) in all the 
circumstances . 

NO SLIDE 



LONDON DECLARATION 
 

Patients for Patient Safety 
 

WHO World Alliance for Patient Safety
 

We, Patients for Patient Safety, envision a different world in which healthcare errors are not harming people. We are partners in the effort to prevent all 
avoidable harm in healthcare. Risk and uncertainty are constant companions.  So we come together in dialogue, participating in care with providers.  We unite 
our strength as advocates for care without harm in the developing as well as the developed world. 

We are committed to spread the word from person to person, town to town, country to country.  There is a right to safe healthcare and we will not let the 
current culture of error and denial, continue. We call for honesty, openness and transparency.  We will make the reduction of healthcare errors a basic human 
right that preserves life around the world. 

We, Patients for Patient Safety, will be the voice for all people, but especially those who are now unheard.  Together as partners, we will collaborate in: 

ω Devising and promoting programs for patient safety and patient empowerment. 

ω Developing and driving a constructive dialogue with all partners concerned with patient safety. 

ω Establishing systems for reporting and dealing with healthcare harm on a worldwide basis. 

ω Defining best practices in dealing with healthcare harm of all kinds and promoting those practices throughout the 
world. 

In honor of those who have died, those left disabled, our loved ones today and the world’s children yet to be born, we will strive for excellence, so that all 
involved in healthcare are as safe as possible as soon as possible. This is our pledge of partnership. 

March 29, 2006 
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