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I am delighted to share with you this report from the International Alliance of 
Patients’ Organizations’ (IAPO) 5th Global Patients Congress, held in London from 
17–19 March 2012. If you were one of the 148 delegates who attended the event, 
then I am sure that, like me, you found it a truly rich and rewarding experience, 
providing an opportunity to share your work, find out more about the work of 
your colleagues around the world, make new friends and collectively work towards 
strengthening the patient voice. The Congress had a strong emphasis on moving 
from values to actions, so rather than provide you with a minute-by-minute 
description of the event we want to make this report a useful tool for continuing 
the work of the Congress.

We have included a summary of the theme, ‘Achieving Patient-Centred Healthcare: Indicators of Progress and 
Success’, and drawn out some of the key sessions and threads that were a part of the event. We return to the need for 
a practical outline of patient-centred healthcare and the need to develop methods of measuring progress towards its 
achievement. We have included case studies from speakers and participants about their experience and the steps they 
will take as a result of attending the event. These are truly inspirational stories which show the impact a simple meeting 
of minds in a hotel in London can have for patients from around the globe. We have also shared some links to resources 
requested by delegates that were discussed during the event.

As ever, the Congress benefited enormously from the commitment and dedication of IAPO’s members who contributed 
to every aspect of the event, from its planning to filling out the evaluation sheets, and we would like to thank every one 
of you for your energy and commitment.

We would like to thank World Health Organization (WHO) Patient Safety for co-sponsoring the Congress. In addition, 
we would like to thank all our partners that supported the event. In particular, National Voices, the Congress National 
Supporting Organization, as well as the World Health Professions Alliance (WHPA) and the International Hospital Federation 
(IHF). We would also like to thank our Congress Communications Partner, Fleishman-Hillard, for their ongoing support. All 
showed a tremendous commitment to achieving patient-centred healthcare through their valuable contributions.

We would like to acknowledge our event sponsors for their generous financial support, without whom the Congress 
would not be possible. In particular we would like to thank our Premium Sponsors: Amgen, BUPA, Lilly, Novartis and 
PhRMA. We would also like to thank all those who donated their time and expertise to present or run sessions during the 
Congress.

Finally, I would like to thank everybody who participated in the event and contributed to taking the Congress to the next 
level, strengthening the case for patient-centred healthcare by defining it in practice. We need to continue to generate 
evidence and examples of good practice in patient-centred healthcare to enable a shift in the culture, organization and 
delivery of healthcare to maximise health outcomes for all.

Durhane Wong-Rieger
Chair, International Alliance of Patients’ Organizations

Global Patients Congress: the Journey
The 5th Global Patients Congress was the ideal time to take stock of progress in patient-centred healthcare, consolidate 
the evidence of what has been achieved, revisit the values at its core and drive necessary next steps in defining 
indicators for patient-centred healthcare so that it can be realised in practice. Each IAPO Global Patients Congress is a 
step on the journey towards patient-centred healthcare worldwide:

The 1st Congress in London in 2005 recognised patient-centred healthcare was emerging as a key driver for healthcare. 
The phrase ‘nothing about us without us’ was introduced, which resonated with the delegates and tied together the 
focus on patient involvement and of working in partnerships.

IAPO launched its Declaration on Patient-Centred Healthcare (right), 
defining patient-centred healthcare from a patient perspective, at the 2nd 
Congress in Barcelona, Spain. The Congress theme reflected the commitment 
of delegates to effect change through working in partnership to address the 
issues of patient-centred healthcare and patient safety. 

The 3rd Congress in Budapest, Hungary, highlighted the progress being made 
worldwide to address the role of the patient as an essential partner in the 
design and delivery of healthcare. IAPO called on all stakeholders in healthcare 
worldwide to include patients in a meaningful and sustainable way at all levels 
of their work and at all points of decision-making.

The 4th Congress in Istanbul, Turkey, provided an important opportunity for 
patient advocates, across diseases and across borders, to come together and 
examine how patient engagement can be strengthened to improve healthcare 
systems.

What Did Members Want From the 5th Global Patients Congress?
The Congress opened with a breakfast briefing for IAPO members entitled ‘Get the most from the Global Patients 
Congress’. The briefing provided over 50 IAPO members with a brief overview of the Congress history, this year’s 
theme and an opportunity to discuss how to get the most from the event. Participants identified some common themes 
for what they were hoping to achieve at the event and take home to their organizations. Member expectations were 
also explored during a pre-Congress survey conducted by IAPO. What members wanted from the Congress included:

n Opportunities for networking and partnership building 

n Gaining inspiration and knowledge

n Sharing experiences and information

n Learning about new tools and initiatives to further their own work 

n Gaining knowledge to support their advocacy work to influence healthcare policy in their area

Declaration on Patient-Centred Healthcare
Patient-centred healthcare is the way to a fair and cost-effective healthcare system

Health systems in all world regions are under pressure and cannot cope if they continue to focus on diseases rather than patients; they 
require the involvement of individual patients who adhere to their treatments, make behavioural changes and self-manage. Patient-
centred healthcare may be the most cost-effective way to improve health outcomes for patients.

Patients’, families’ and carers’ priorities are different in every country and in every disease area, but from this diversity we have some 
common priorities. To achieve patient-centred healthcare we believe that healthcare must be based on the following Five Principles:

1. Respect
Patients and carers have a fundamental right to patient-centred healthcare that respects their unique needs, preferences and values, 
as well as their autonomy and independence.

2. Choice and empowerment
Patients have a right and responsibility to participate, to their level of ability and preference, as a partner in making healthcare decisions 
that affect their lives. This requires a responsive health service which provides suitable choices in treatment and management options 
that fit in with patients’ needs, and encouragement and support for patients and carers that direct and manage care to achieve the 
best possible quality of life. Patients’ organizations must be empowered to play meaningful leadership roles in supporting patients and 
their families to exercise their right to make informed healthcare choices.

3. Patient involvement in health policy
Patients and patients’ organizations deserve to share the responsibility of healthcare policy-making through meaningful and supported 
engagement in all levels and at all points of decision-making, to ensure that they are designed with the patient at the centre. This 
should not be restricted to healthcare policy but include, for example, social policy that will ultimately impact on patients’ lives. See 
IAPO’s Policy Statement at: www.patientsorganizations.org/involvement

4. Access and support
Patients must have access to the healthcare services warranted by their condition. This includes access to safe, quality and appropriate 
services, treatments, preventive care and health promotion activities. Provision should be made to ensure that all patients can access 
necessary services, regardless of their condition or socio-economic status. For patients to achieve the best possible quality of life, 
healthcare must support patients’ emotional requirements, and consider non-health factors such as education, employment and family 
issues which impact on their approach to healthcare choices and management.

5. Information
Accurate, relevant and comprehensive information is essential to enable patients and carers to make informed decisions about  
healthcare treatment and living with their condition. Information must be presented in an appropriate format according to health  
literacy principles considering the individual’s condition, language, age, understanding, abilities and culture. See IAPO’s Policy  
Statement at: www.patientsorganizations.org/healthliteracy

© 2006 IAPO. All rights reserved. This policy was adopted in February 2006 by IAPO following member consultation and agreement by the Governing Board. Further 
information about Patient-Centred Healthcare including evidence for its impact and barriers to its practice can be found in the IAPO publication What is Patient-Centred 
Healthcare?: A Review of Definitions and Principles (IAPO, 2005) at: www.patientsorganizations.org/pchreview  Contact IAPO at: info@patientsorganizations.org

To us, the International Alliance of Patients’ Organizations, the essence of patient-centred healthcare is that the 
healthcare system is designed and delivered to address the healthcare needs and preferences of patients so that 
healthcare is appropriate and cost-effective. By promoting greater patient responsibility and optimal usage, patient-
centred healthcare leads to improved health outcomes, quality of life and optimal value for healthcare investment.

To achieve patient-centred healthcare at every level in every community, the International Alliance of Patients’  
Organizations is calling for the support and collaboration of policy-makers, health professionals, service providers and 
health-related industries to endorse these Five Principles and to make them the centre of their policies and practice. 
We call upon all stakeholders to provide the necessary structures, resources and training to ensure that the Principles 
outlined in this Declaration are upheld by all.

1st Global Patients Congress  
Trust Us, We’re Patients

3rd Global Patients Congress  
Making Patient-Centred Healthcare 
a Reality for Patients Worldwide

5th Global Patients Congress  
Achieving Patient-Centred 
Healthcare: Indicators of Progress 
and Success

2nd Global Patients Congress  
Together We Can...

4th Global Patients Congress  
Strengthening Healthcare 
Systems Globally: the Value of 
Patient Engagement

2005 2008 2012

2006 2010
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Measuring Patient-Centred Healthcare and 
Defining Patient-Centred Healthcare Indicators
Delegates discussed and reflected on the theme of the Congress, ‘Achieving Patient-Centred Healthcare: 
Indicators of Progress and Success’, during the interactive plenary and parallel sessions and workshops. Patients, 
patient representatives and other Congress participants from many areas of the healthcare landscape unanimously 
acknowledged the importance of measuring patient-centred healthcare and the need for developing indicators of 
progress and success. They brought together a wealth of expertise and experience to debate and determine how to 
achieve this.

To measure patient-centred healthcare, indicators need to be developed for a wide range of healthcare issues, for 
example to measure how accessible and safe healthcare is, how much patients are involved in making decisions about 
their care, or involved in health policy, the type of information they receive, and how empowered they feel. Delegates 
expressed that developing patient-centred healthcare indicators will be extremely useful to help shape priorities, 
advocate for patient-centred healthcare and improve the quality of patient-centred healthcare around the world. 
During her closing keynote speech, Ilona Kickbusch, Careum Foundation, explained that “we need to measure what we 
value” and that we need to make a collective decision about what we measure. Delegates agreed and added that all 
stakeholders should be involved in every stage of the development of these indicators.

On the second day of the Congress, IAPO launched its Patient-Centred Healthcare 
Indicators Review (left), which forms an important first step in developing indicators. 
The review identifies and explores current efforts to measure the patient-centredness 
of healthcare providers, organizations, national health systems and other stakeholders 
involved in healthcare provision. 

The Congress sessions were split into four parallel streams – the patient, local 
services, the healthcare system and global health – in order to explore the 
Congress theme through four different contexts. This allowed for interesting 
discussions regarding the measurement and evaluation of healthcare provision from 
different perspectives, and on other significant issues such as non-communicable 
diseases, patient involvement in decision-making, patient safety and access to 
medicines, as well as patient-centred healthcare in rural and resource poor settings.

“An amazing event that brought together people from around the world! They 
have a common bond and seem to work together as one. It was an ‘even playing 
field’ for all the organizations. That is a rare thing in today’s world. It is my sincere 
hope that IAPO continues its work for a long time. Thanks for bringing these folks 
together.”
Penney Cowan, American Chronic Pain Association, USA

Patient-Centred Healthcare Indicators Review

For consultation

IAPO_Lit_Review3.indd   1 12/03/2012   15:54

IAPO Member Case Study:
Ken Hanioka, Commission on Citizens and Health, 
Health and Global Policy Institute, Japan

For me, the focus on the development of indicators to measure patient-centeredness 
at this Congress is a very timely and surprising subject. The publication of the 
Patient-Centred Healthcare Indicators Review is most exciting. It is not just talking, 
but creating common ground among many stakeholders through a patient initiative.

To develop patient-centred indicators is not just a dream but could be a feasible project. It will not be an easy 
task but it could lead to a very fruitful world for patients, medical providers, policy-makers and so on. We IAPO 
members aim for patient-centred healthcare which consists of five aspects:

n Respect

n Choice and empowerment

n Patient involvement in health policy

n Access and support

n Information 

So, we need to develop the methods and indicators to measure them. In this way, we can see the progress and 
impacts of our efforts and policies, and see any issues. It is not an easy job but is very important to motivate all 
stakeholders. 

During the Congress I learnt that there are currently some indicators and measures for some aspects of patient-
centred healthcare, but there are almost none for other aspects. We have to start to gather data for existing 
measures but also put in a big and long effort to develop the measures and indicators for patient-centred 
healthcare at the same time. Also, we must have a good way to raise awareness and literacy which is important 
in the maintenance of the indicator set.

Since the Congress we have started an 
internal discussion based around IAPO’s 
Patient-Centred Healthcare Indicators Review 
at the Commission for Citizens and Health. 
We have also shared the information in the 
review during a Cancer Policy Summit held 
in May 2012, attended by about 70 patient 
advocates, ten national congressmen, 20 
local politicians, 40 local government officials 
and 20 executives of local cancer institutions.

Overall, I feel the Congress was well managed and the themes were 
structured on logical and rational bases in keeping with patient 
spirits. I would definitely recommend the Congress to others working 
on patient-centred healthcare in Japan and I hope to attend the 6th 
Global Patients Congress.

94%
of Congress 
evaluation 
respondents thought 
the Congress was 
excellent or good
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Networking and Alliance Development at the Congress
Seventy-three IAPO member organizations from over 30 countries 
worldwide attended the Congress. They were joined on the second 
day by a diverse range of delegates, from policy-makers to healthcare 
industry representatives, from across the globe.

Over the course of the Congress, plenaries, workshops, sessions and 
social events provided many opportunities for networking and alliance 
building. During the member-only day, IAPO members from all over 
the world met, shared information and strategies, and developed new 
partnerships or alliances based on a shared goal or vision.

The multi-stakeholder days of the Congress provided a platform for 
IAPO members to meet and start conversations with other patient 
groups, as well as delegates from across the healthcare sector. These 

included representatives from the World Health Organization (WHO), United Kingdom Department of Health, policy-
makers, health professionals and university academics, as well as pharmaceutical and medical insurance company 
representatives. For these delegates, it presented a unique opportunity to meet patients and patient representatives and 
further their understanding of what patient-centred healthcare is and how to achieve it.

“Great opportunity to meet new and existing contacts, to learn about the latest 
initiatives in patient-centred healthcare and to share information about our 
programmes and work. I am hoping to work more closely with IAPO’s African 
network, thinking of potentially valuable ways to collaborate.”
Anna Lee, Patients for Patients Safety, World Health Organization

IAPO tip: Have you followed up with the contacts you made during the Congress? Let us know about any 
exciting partnerships you have made as a result.

“Most patients’ organizations around the world face similar issues; patient-
centred healthcare is radically different from what we have now; together we 
have a voice.”
Lesley Jordan, INPUT Patient Advocacy, UK

“To learn and gain insights from other patient-centred organizations was 
invaluable and the tools and best practices was what I took back to my 
organization.”
Suzzanne Tairu, LiveWell Initiative, Nigeria

Capacity Building at the Congress
The Global Patients Congress is designed with capacity building opportunities embedded throughout the programme. 
The Congress programme explored how patient groups and others can advocate on policy issues, communicate 
successfully, build their knowledge, networks and partnerships, and develop the governance and sustainability of their 
organizations. As well as sharing tools, models, information and experiences, delegates discussed how to put ideas into 
practice and challenge pre-existing conceptions.

Throughout the Congress, delegates were able to broaden their knowledge of patient-centred healthcare, consider 
how it can be measured, and relate this to the work their organization is doing towards patient-centred healthcare. 
Participants were able to realise the common challenges that are faced by patients’ organizations in different regions 
and disease areas through the unique international forum which the Congress provides.

Hearing about best practices and solutions to common challenges provided important models for Congress participants 
to take back to their organizations.

“The ‘What is in your communications toolbox?’ session presented specific 
strategies for improving organizational communication and we had time to 
address detailed questions.”
Jill Bonjean, EURORDIS

95% 
of Congress evaluation 

respondents intend to work with 
patients’ organizations and/or 
other stakeholders they have 

met at the Congress in the future
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IAPO Member Case Study:
Ruth Nankanja Sempa, Sickle Cell Association of Uganda
Ruth was supported to attend the Congress through IAPO’s Congress Bursary Scheme for IAPO members.

I learnt a lot from the 5th Global Patients Congress. As an individual and as an 
organization we learnt that people share the same problems, despite different 
diseases and countries, as organizations and as patients. I really benefited from the 
sessions at the Congress and realised that small interventions can have a big impact, 
as was demonstrated in the sessions ‘Partnerships and networks for international 

change’ and ‘Are we making a difference? The impact of Patients for Patients Safety in Africa’. 

The session on partnerships made clear the impact that can be achieved through working together, from small 
campaigns such as the World Federation of Incontinent Patients and the Pelvic Pain Support Network working 
together on patient involvement in clinical guidelines, to larger scale projects such as LIVESTRONG’s ‘Face up to 
it’ campaign calling on world leaders to address the global challenge of non-communicable diseases (NCDs). I 
learnt that you need to know what your problem is and then look to see who the best partners are to achieve 
your goals. I also realised the importance of documenting your work through reports, photographs and film to 
share your work with relevant healthcare stakeholders.

IAPO members in Uganda have jointly been advocating for patient-centred healthcare in Uganda. However, we 
didn’t know how to measure it and demonstrate what the indicators are. The launch of the Patient-Centred 
Healthcare Indicators Review at the Congress broadened our understanding of what patient-centred healthcare 
means. In Uganda, we can now embed this information in our advocacy activities.

I met many new and important contacts during my time at the Congress and was able to build relationships with 
IAPO members, World Health Organization (WHO) representatives and other healthcare stakeholders, which will 
support my work on sickle cell disease, NCDs and patient-centred healthcare in Uganda.

I have found the tools and information on best practices that I gained 
on partnerships particularly beneficial and motivating and have used 
this knowledge to initiate new relationships which will support my 
organization’s work on World Sickle Cell Day.

I have shared the information I gained at the Congress 
throughout my organization, with my contacts in the 
media, my network of healthcare stakeholders and 
with the Ugandan network of patient groups. At our 
next meetings, the Executive Committee and Technical 
Committee of my organization will discuss the outcomes 
from the Congress and we will discuss how the tools, 
resources and information can be used in our organization 
and improve our daily activities.

The main outcome I have gained from participating in the 
Congress is that it has uplifted me as an individual and 
also as an organization, as it has built my capacity in terms of thinking, planning and implementation. Through 
hearing about others’ experiences I have learnt how I can overcome some of our challenges and achieve more.

IAPO tip: Have you shared the information, tools and contacts you gained during Congress throughout your 
organization like Ruth? Let IAPO know what you have shared and how this has benefitted your organization.

Who Attended the Congress?
Breakdown of Delegates
A total of 148 delegates attended the 5th Global Patients Congress. Of these delegates 61% were patient 
representatives (IAPO members and non-IAPO members). A total of 78 patients’ organizations were represented at this 
event. Of these, 73 were IAPO member organizations.

n	Patient representatives (IAPO members and non-IAPO members)

n	Healthcare professionals

n	Healthcare policy-makers

n	Industry representatives

n	Academics / researchers

n	NGOs and other not-for-profit organizations

n	Other

61%

6%

4%

14%

5%
5%

5%

70%

18%

Breakdown of Speakers

n	Patient representatives (IAPO members and non-IAPO members)

n	Healthcare professionals

n	Healthcare policy-makers

n	Industry representatives

n	Academics / researchers

n	NGOs and other not-for-profit organizations

n	Other

51%

13%

8%

6%

14%

6%

2%

Breakdown of Patients’ Organizations Attending by Region
IAPO is pleased to report that since the last Global Patients Congress in 2010, African attendance has continued to 
increase, from 5 to 11%. IAPO strives to ensure that patient representatives from all world regions have the opportunity 
to attend the Congress.

n	Africa

n	Eastern Mediterranean

n	Europe

n	Latin America

n	North America

n	South East Asia

n	Western Pacific

n	International

1%

44%15%

1%

14%

11% 11%
3%

85% 
of Congress evaluation respondents thought the Congress 

increased their capacity to advocate for patient-centred healthcare
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The Way Forward
The feedback from delegates has been excellent and IAPO is pleased that we were able to fulfil what members hoped 
to gain from the Congress:

“One of the best things was to see some personal stories of patients – 
their tenacity is very important to win the battle. Also we can confirm the 
importance of working together and sharing experiences in order for our 
voice to be stronger.”
Beatriz Soto Rivero, Spanish Association Against Osteoporosis, Spain

“We congratulate you for the organization and thank you for the invitation. 
I met great people and I felt much stronger when I saw that we all have 
the same goals. Together we will learn to achieve these goals and make 
healthcare systems more hospitable.”
Alina Maria Mitroi, PAVEL Association, Romania

“It was superb because it provided an opportunity to get cross-fertilization 
of ideas with regard to amplifying the patient voice. Further to this I was 
able to network with individuals from organizations that are implementing 
programmes that may be beneficial to or complement our activities.”
Ellos Lodzeni, Patient and Community Welfare Foundation, Malawi

Defining Patient-Centred Healthcare Indicators
A number of concerns and challenges regarding the measurement of patient-centred healthcare were discussed 
throughout the Congress. Delegates highlighted that the definition of patient-centred healthcare can vary across the 
globe. They pointed out that different countries will be at very different levels in their progress towards patient-centred 
healthcare, and that any indicators which are developed should take this into account. Furthermore, although indicators 
are key to identifying changes that need to be made, it is essential that that these changes are actually implemented 
and evaluated in order to improve patient-centred healthcare. Robert Manchin from Gallup Europe explained during 
the session ‘Evaluating healthcare providers’: “The question is how the data is actually used; how we move from 
measurement to impact – we do not want more cemeteries of numbers.” 

IAPO has access to the knowledge and experience of a diverse range of patients’ organizations and stakeholders and, 
following the close of the Congress, the Patient-Centred Healthcare Indicators Review was opened for consultation 
to all IAPO members and contacts involved in healthcare across the world. This was in order to gain opinions and 
recommendations, and to identify any gaps or initiatives which have been missed in the review. The comments from 
this consultation, and any issues and challenges raised by delegates during the Congress, such as those above, will 
inform the next stages in the development of patient-centred healthcare indicators.

IAPO will distribute further progress regarding the patient-centred healthcare indicators to all members and other 
stakeholders in due course to ensure that the development of these indicators is led by patients and patients’ organizations.

Capacity Building and Network Development
Throughout the Congress, IAPO members expressed the importance of identifying commonalities between 
organizations and developing partnerships at the regional, national and international level in order to strengthen and 
amplify the patient voice. There was much discussion regarding the need to increase the capacity of organizations, 
especially in rural and low-income settings, in order to make patient-centred healthcare a reality. 

In response to this, IAPO will strive to provide opportunities for capacity building and network development for 
members at both the regional and global level. To ensure global participation and that all patient voices are heard, 
IAPO is expanding its work in the world regions through its Regional Strategy.1 IAPO is conscious of the global disparity 
in access to healthcare and aims to increase global understanding of the different realities that different regions face 
when accessing healthcare, yet encourage recognition of the shared purposes that unites groups despite this. IAPO 
works in each world region to address issues with patients and patient groups. IAPO will continue to support the 
development of partnerships and active and empowered networks of patients’ organizations in different regions so that 
they have a strong platform to advocate for patient-centred healthcare in a collective and coordinated way.

1 For more information on the IAPO Regional Strategy see: www.patientsorganizations.org/worldregions

IAPO Capacity Building Opportunities for Members

n Patients’ Exchange: IAPO offers online learning tools and resources for patients’ organizations to develop 
 their skills in advocacy, fundraising, communications, governance, and partnerships and collaborations 
 www.patientsorganizations.org/patientsexchange

n Twinning programme: IAPO promotes and supports joint working between members, which provides the  
 opportunity to engage in a partnership project, either to achieve a mutual goal, to mentor an organization, or to  
 exchange information and best practice
 www.patientsorganizations.org/twinning

n Mentor programme: IAPO facilitates and supports members to attend and engage in the World Health 
 Organization World Health Assembly and Regional Committees
 www.patientsorganizations.org/membership

n Regional network meetings: These meetings enable members to develop strong networks within their region 
 and work with other patients’ organization to ensure effective advocacy
 www.patientsorganizations.org/regions

n Advisory committees: IAPO members are able to participate in advisory committees, such as for the Global 
 Patients Congress, allowing them to shape agendas and IAPO’s priorities
 www.patientsorganizations.org/membership

n Capacity building and World Health Organization workshops

n Online information and services: such as policy briefing webinars and member induction webinars
 www.patientsorganizations.org

Working with the World Health Organization
During the Congress, many members expressed a desire to learn how to work with the World Health Organization 
(WHO). This was addressed at the Congress during the member-only day session ‘Working with the World Health 
Organization’, which aimed to provide members with an insight into how to engage with different issues on the WHO 
agenda, develop official relations with WHO, and how to better bring the patient voice to global healthcare debates. 
IAPO will continue to strengthen its relationship with WHO to ensure patient involvement in global decision-making 
processes, and will accurately represent and communicate the global patients’ voice. Additionally, IAPO will continue to 
support members in their work with WHO.
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Media Coverage
IAPO used a variety of methods to share Congress key messages, including the IAPO newsletter, social media and the 
Congress website.

Social Media
IAPO has continued to develop its presence using digital media such as Facebook and Twitter, and used these two 
online tools to share the messages and activities of the Congress to both those who were in attendance and those who 
were unable to make it. This has meant that the Congress messages reached an estimated 500 people who were not 
able to make it. Here is what some of the participants had to say:

 Truly inspiring stories showing the impact of the voice of patient organisations, especially when working together.

 Great discussions @IAPOtweets today re focus on #survivor – “Make patients a voice we hear AND listen to.”

 Very happy, learning, sharing and making new friends and working together, in the 5th Global Patients Congress  
 in London. Thanks for your hospitality and the organization, I hope we can work better and more.

Miituu
During the event, an innovative iPad feedback tool called ‘miituu’ was used to film delegates’ 
responses to a questionnaire which asked them about their experience of the Congress, 
exciting future plans and projects for their organization, and their experience as a member or 
contact of IAPO. Their responses have been collated to create both a short film and video wall.

View the short film at: www.vimeo.com/sbpdigital/review/42257251/768df33648 
and the video wall at: www.iapo.miituu.com

Press Releases
To share the key messages leading up to and during the Congress IAPO developed and distributed a Media Alert and 
a Press Release. The Press Release, ‘IAPO calls for further research into the development of patient-centred healthcare 
indicators worldwide at their 5th Global Patients Congress’, was disseminated as the event drew to a close. IAPO 
members and other healthcare stakeholders disseminated these key documents to their networks, ensuring that the 
messages reached small community organizations to large international bodies around the world.

Dissemination of the Patient-Centred Healthcare Indicators Review
The Patient-Centred Healthcare Indicators Review, launched at the Congress, was shared amongst stakeholders through 
various articles and blogs, including:

Follow IAPO on:

       www.facebook.com/internationalallianceofpatientsorganizations

       www.twitter.com/IAPOtweets

       www.youtube.com/IAPOpatientvoice

n	The British Medical Journal: http://blogs.bmj.com/bmj/2012/04/
 10/tessa-richards-who-is-defining-patient-centred-care
n	European Commission: www.ec.europa.eu/health-eu/europe_
 for_patients/health_workforce/index_en.htm
n	The Kings Fund: http://kingsfund.blogs.com/health_management/
 2012/03/patient-centred-healthcare-indicators-review.html
n	Knowledge INformed Support for Health Improved Practice:  

 http://kinwahlin.wordpress.com/2012/03/22/patient-centred- 
 healthcare-indicators-review-for-consultation-international- 
 alliance-of-patients-organizations-march-2012
n	Patient View: www.patient-view.com/3/category/international%
 20alliance%20of%20patients%20organizations/1.html
n	World Confederation for Physical Therapy: www.wcpt.org/ 
 node/48626

Resources for Delegates

IAPO Resources as Requested by Delegates

n	IAPO website: www.patientsorganizations.org

n	IAPO contact email address: info@patientsorganizations.org 

n	IAPO Patient-Centred Healthcare Indicators Review: www.patientsorganizations.org/indicatorsreview

n	IAPO Declaration on Patient-Centred Healthcare: www.patientsorganizations.org/declaration

n	IAPO Strategic Plan 2010–2014: www.patientsorganizations.org/strategicplan

n	IAPO Policy Statement on Patient Involvement: www.patientsorganizations.org/patientinvolvement

n	For all other IAPO Policy Statements: www.patientsorganizations.org/policystatements

n	IAPO’s Toolkit on Working with Partners and Stakeholders: 
 www.patientsorganizations.org/partnersandstakeholders

n	IAPO’s Toolkit on Addressing Global Patient Safety Issues: An Advocacy Toolkit for Patients’ Organizations: 
 www.patientsorganizations.org/safety

n	For all other IAPO Publications and Tools: www.patientsorganizations.org/publicationsandtools

Resources From Parallel Sessions as Requested by Delegates

n	American Chronic Pain Association communication tools: www.theacpa.org/25/CommunicationTools.aspx

n	World Health Professions Alliance website for information on their ethics, codes and guidelines: 
 www.whpa.org 
 and Health Improvement Card: www.whpa.org/ncd_campaign_health_improvement_card.htm 

n	Institute for Optimizing Health Outcomes: www.optimizinghealth.org

n	Videos regarding activation of patients: www.health.org.uk/publications/snapshot-magic 
 and: www.newcastle-hospitals.org.uk/patient-guides/making-decisions-about-care-and-treatment_ 
 how-can-i-be-involved.aspx

n	The Electronic Health Record recommended by Steven Laitner, NHS Right Care Programme: 
 www.howareyou.com

n	Bupa Patient Videos: www.healthcrossroads.com/example/crossroad.aspx?contentGUID=fc326615- 
 5b29-47f1-87c3-9a3e2d946919

n	World Health Organization Patients for Patients Safety website: 
 www.who.int/patientsafety/patients_for_patient/en
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IAPO Member Participants
IAPO Full Members

International

Alzheimer’s Disease International
www.alz.co.uk

Arthritis and Rheumatism International 
www.arthritis.org

Cochrane Consumer Network 
www.cochrane.org/consumers

Easter Seals Inc. 
www.easterseals.com

Lance Armstrong Foundation 
www.livestrong.org

Multiple Sclerosis International Federation

World Federation of Incontinent Patients 
www.wfip.org

Regional

Africa
Community Health and Information 
Network 
www.chainproject.co.ug

Europe
European AIDS Treatment Group 
www.eatg.org

European Federation of Crohn’s and 
Ulcerative Colitis Associations 
www.efcca.org

European Organisation for Rare Disorders 
www.eurordis.org

Global Alliance of Mental Illness Advocacy 
Networks Europe 
www.gamian.eu

LUPUS EUROPE 
www.lupus-europe.org

National

Australia
Consumers Health Forum of Australia 
www.chf.org.au

Health Care Consumers’ Association of 
the ACT 
www.hcca.org.au

Health Consumers Council Inc (WA) 
www.hcc-wa.global.net.au

Bulgaria 
The National Patients’ Organization
www.npo.bg

Canada
Best Medicines Coalition 
www.bestmedicines.ca

Canadian Organization for Rare Disorders 
www.cord.ca

Consumer Advocare Network 
www.consumeradvocare.org

Infertility Awareness Association of 
Canada 
www.iaac.ca

China
Alliance for Patients’ Mutual Help 
Organizations 
www.apmho.org

Beijing Association of Alzheimer’s Disease 
and Related Disorders
www.baad.org.cn

Retina Hong Kong 
www.retina.org.hk

Croatia
Coalition of Associations in HealthCare 
www.kuz.hr

Croatian Association for Patients’ Rights 
www.pravapacijenata.hr

Cyprus
Cyprus Association of Parents & Friends of 
Children with Heart Disease 
www.pediheart.org.cy

Patients’ Rights Movement 

Czech Republic
Adam Czech Republic 
www.adamcr.cz

Czech Association of Patients 
www.pacienti.cz

Hungary
Hungarian Osteoporosis Patient 
Association 
www.obme.hu

Ireland
Irish Patients Association 
www.irishpatients.ie

Diabetes Ireland 
www.diabetes.ie

Israel
CHEN Patient Fertility Association 
www.netvision.net.il/~chen

Italy 
Italian Endometriosis Association
www.endoassoc.it

Japan
Osaka City University Hospital Cancer 
Patient Support Club 
www.amy.hi-ho.ne.jp/kazukeiko/ginnan.htm
 
Lithuania
Council of Representatives of Patient’s 
Organizations of Lithuania 
www.pacientutaryba.lt

Malawi
Patient and Community Welfare 
Foundation 
  
Netherlands
Council of the Chronically Ill and the 
Handicapped in the Netherlands 
www.cg-raad.nl

Dutch National Disability Council 
www.cg-raad.nl/organisatie/vgpn.html

New Zealand
New Zealand Organisation for Rare 
Disorders 
www.nzord.org.nz

Nigeria
LiveWell Initiative 
www.livewellng.org

Pakistan
Alzheimer’s Pakistan 
www.alz.org.pk
 
Peru
National Association of Patients on 
Dialysis and Transplantation 

Poland
Federation of Polish Patients 
www.federacjapp.pl

Patients Safety Foundation 
www.patientsafety.ntx.pl

Polish Diabetes Association 
www.diabetyk.org.pl

Romania
Association PAVEL 
www.asociatiapavel.ro

Russia 
Russian Union of Patients’ Organizations

South Africa
South African Depression and Anxiety 
Group 
www.anxiety.org.za

Spain
Spanish Association Against Osteoporosis 
www.aecos.es
 
Sri Lanka
Lanka Alzheimer’s Foundation 
 
Uganda
Action Group for Health Human Rights 
and HIV/AIDS 
www.aghauganda.org

Epilepsy Support Association Uganda 
www.epilepsy.org.ug

National Care Centre 

Sickle Cell Association of Uganda 
http://sicklecellassociationofuganda.org

United Kingdom
Epilepsy HERE (Help Education & Research 
for Epilepsy) 
www.epilepsyhere.org.uk

National Voices 
www.nationalvoices.org.uk

Pelvic Pain Support Network 
www.pelvicpain.org.uk

Syncope Trust And Reflex anoxic Seizures 
www.stars.org.uk

USA
Alpha 1 Foundation 
www.alphaone.org

American Autoimmune Related Diseases 
Association 
www.aarda.org

American Chronic Pain Association 
www.theacpa.org

American Diabetes Association 
www.diabetes.org

Kidney Cancer Association 
www.kidneycancer.org

National Health Council 
www.nationalhealthcouncil.org

National Multiple Sclerosis Society 
www.nationalmssociety.org

IAPO Associate Members
 
International

International Painful Bladder Foundation 
www.painful-bladder.org

Regional

Europe
Picker Institute Europe 
www.pickereurope.ac.uk

National

China
Chinese Academy of Medical Sciences

Japan
Health and Global Policy Institute 
www.kanjakai.org/ja
 
Pakistan
Hamza Foundation Welfare Hospital 
www.hamzafoundationhosp.org

United Kingdom
Arrhythmia Alliance 
www.heartrhythmcharity.org.uk

Nursing & Midwifery Council 
www.nmc-uk.org
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National Supporting Organization

Sponsors and Grants

With the support of

With the support of
the World Health Professions Alliance

Communications Partner

Premium Sponsors

If you would like to support the 6th Global Patients Congress in 2014 please contact us by email at: 
info@patientsorganizations.org

IAPO would also like to acknowledge GlaxoSmithKline’s support for the Congress photographer.
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