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Every Patient Deserves
the Best Care
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Presentation to the European Parliament on
14 November 2023 of the 10
"Recommendations on Pathways for Patients
with Covid-19,“developed by PAGs with
independent experts and endorsed by 26
patient advocacy groups (PAGs) from 13
countries
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Background

Empowering & mobilizing PAGs on COVID-19 (and long COVID)
Prevention, immunization & treatments

EU workshop
14 October 2024 | 14:30 - 19:00
Martin’s Hotel, Brussels

Dbfirer | et o Om e - 3
Drafting and endorsement of an open letter by 42 civic,

patient and health professional organisations, and by 5 MEPs
- with video messages from 4 of them: a collective video
message and single ones by MEP Ondrej Dostal (NI, Czech
Republic), MEP Loucas Fourlas (EPP, Cyprus), MEP Andras
Kulja (EPP, Hungary), MEP Tomislav Sokol (EPP, Croatia)

EU Workshop: Empowering &
mobilizing PAGs on COVID-19
(and long COVID), Prevention,
immunization & treatments

#HCareforAll 2024
communication campaign
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EU civic survey: From pandemic to endemic: integrating
COronaVlrus Disease 2019 (COVID-19) into the broader
respiratory disease narrative and its peer-reviewed
publication
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Characteristics of the EU survey
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Online and anonymous

From pandemic to endemic: integrating
COronaVlrus Disease 2019 (COVID-19)
into the broader respiratory disease
narrative

Addressed to the leaders and representatives of civil
society organisations (CSOs) and patient advocacy
groups (PAGs) across Europe, aiming at identifying their
opinions and concerns

Part 1: General information
Part 2: New pandemics & future scenarios
Part 3: Public awareness and communication of the
. . symptoms and risks of Covid-19 and other vaccine-
On-time survey: from 18 December 2024 to 16 February sreventable respiratory diseases (VPRDS)
2025 Part 4: Transformation of National Health Services

] . . Part 5: Creating a comprehensive policy framework
Not a comparison between different countries, but an Part 6: The Role of EU Institutions

overall European assessment

 The initiative was consistent with our long-term commitment to o oweing & ot PAGS on COVIDS
the fight against the Covid-19 pandemic at the national & at the
EU level and has been developed by Active Citizenship
Network as part of the EU project ——————————> S |

Qualitative collection of data
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Survey: List of associations (CSOs & PAGs) involved (1)

Austria (1): NO Patienten- und Pflegeanwaltschaft

Bulgaria (5): NaumeHTCcKM opraHu3aumnm "3aegHo c Teb" - Patients Organizations «With You»; Association of Reproductive
Health, Pregnancy and Childcare "Smile”: Alliance of Transplanted and Operated ATO "Future for All”; Association of Patients
with Cardiovascular Diseases: The Innovations Institute

Croatia (2): Udruga za promicanje prava pacijenata - Croatian association for the promotion of the patient rights;
International Council of The Patient Ombudsman

Cyprus (1): Cyprus League of People with Rheumatism

Denmark (1): Leverforeningen Danmark - Denmark Liver Association

Finland (1): Suomen Kipu ry - Finnish Pain Association

Greece (2): Ivotitouto MeAetwv Katvotopiag kot Avamtuéng (IMKKA) - Institute of Research for Innovation and
Development; Hellenic Cancer Federation

Ireland (1): Irish Patients Association

Italy (2): Cittadinanzattiva; FAIS - Federazione delle Associazioni Incontinenti e Stomizzati - Federation of
Incontinent and Ostomised Associations)

Latvia (2): Impact 2040; Talented Borders @onvE CTizENsHIP NETWORK
CITTADINANZZZ I TIVA
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Survey: List of associations (CSOs & PAGs) involved (1)

Malta (5): Malta Health Network; Malta Colorectal Cancer Awareness Group (MCRCAG); Europa Donna
Malta; Association of Private Family Doctors (APFD); National Patients' Organization — Malta

Netherlands (2): European Patients Empowerment for Customised Solutions (EPECS); EU Prevent

Poland (2): Instytut Praw Pacjenta i Edukacji Zdrowotnej - Institute of Patient Rights and Health Education
Fundacja STOMAlife - STOMAIlife Foundation

Portugal (3): Associacdo Portuguesa de Neuromusculares (APN) - Portuguese Neuromuscular Association;
Portuguese Society of Health Literacy: Associacao de Doentes de Dor Crdénica dos Acores - Azorean
Chronic Pain Patients Associations

Romania (2): Asociatia Pacientilor cu Afectiuni Autoimune (APAA) - Autoimmune Diseases
Patients Association; Coalitia Organizatiilor Pacientilor cu Afectiuni Cronice (COPAC) - Coalition
of Patients Organisation with Chronic Disease

éﬁm
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Slovakia (1): Sanca pre pelefi - Chance for the Liver e TR
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Survey: List of associations (CSOs & PAGs) involved (lll)

Slovenia (3): Slovenska banka hrane (SIBAHE) - Slovenian Food Bank; Drustvo Kultlab Celje- Kultlab Celje
Society; Association for Justice and Control

Spain (6): Asociacion Espafola de Pacientes Contra el Dolor (APDOL); Sine Dolore Pain Foundation;
Osteoarthritis Foundation International; Federacion Nacional de Asociaciones ALCER (Asociacion para la
Lucha Contra las Enfermedades del Rindn) - The National Federation of Associations ALCER (Association
for the Fight against Kidney Diseases); Universidad del Paciente y la Familia -Patient and Family University;
Asociacion Espanola con Osteoporosis y Artrosis (AECOSAR)

Sweden (1): FOKUS Patient

The Albanian association Shoqata «Pacientet me Hepatite» - «Patients with Hepatitis»

Association, also responded to the survey and we are very grateful for the attention given to

this initiative. For the purposes of this work, the information from Albania has not been

included, as the survey aimed to focus on the situation in European Union countries. am'rﬁ:ﬁ»\;wm
Active Citizenship Network will find a way to value the contribution of the Albanian association. ..,z
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Analysis of survey participant data

Target achieved: 43 PAGs and CSOs from 19 Member States (aimed target: 20 PAGs and CSOs from 8 EU
Member States)

The associations work mainly at a national level (83.7%), several of them are also involved at a European level
(42.9%), very few at an international level (7%)

83.7% of those who responded to the survey hold a senior role in the association, which proves the quality of
the target group we addressed

By type, the associations are well distributed among advocacy groups (27.9%), civil society organisations
(34.9%) and patient associations in the strict sense (32.6%)

The associations are mainly committed to protecting the rights of patients suffering from chronic (76.7%) and
rare (41.9%) diseases, but there are also associations (55.8%) that are not dedicated to a specific health
condition of the people they support

The associations that have as their main target people with chronic and rare diseases,

mainly deal with oncological diseases (51.2%) followed by respiratory diseases (39.5%) m
: : 51 o
and cardiovascular diseases (372%) @IV OTIZENSHIP NETWORK
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New pandemics & future scenarios

How likely is it that another global pandemic
will occur in your lifetime?

H| Very unlikely

Somewhat unl

m| Very likely

4 Somewhat likely

Over the next five years, what do you think will be
the biggest threats to public health?

0% 20%
Health system limitations (budget constraints, staff...
Environmental pollution and climate change
ikEIy Oncologic diseases
Antimicrobial resistance
Chronic diseases

Health inequalities/inequities

War

Infectious diseases, including infectious respiratory diseases

How adequately are the health authorities
in your country preparing for future public
health threats?

m| Very little

14 A little

H Quite

| Very much

Medication shortages and supply chain distribution

Long-Covid impact (e.g. also on mental health)

Substance abuse

Malnutrition and food safety

Sexual and reproductive health

ail'l\'li CITIZENSHIP NETWORK
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Public awareness and communication of the symptoms and risks of Covid-19 and other
vaccine-preventable respiratory diseases (l)

How far have the public health authorities in your country provided
support in 2024 through:

Awareness and communication campaigns on Awareness and communication campaigns on
the symptoms and risks of Covid-19, adapted to VPRDs symptoms and risks in collaboration with
the different categories of high-risk groups civil society and patient organisations

M| Very little 4 A little M Quite H| Very much

aﬁl'l\'li CITizeNsmir NETWORK
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Public awareness and communication of the symptoms and risks of Covid-19 and other
vaccine-preventable respiratory diseases (ll)

In 2024, to what extent have public health authorities in your country
made it possible for health workers to.

]

Access training programmes Improve their communication
for health workers as a skills with the
valuable means of responding public/users/patients, also in
to the growing demand for order to improve patients'
prevention and medical care knowledge of the risks of
COVID-19 and their general
confidence in the health care
system

Acquire knowledge of existing
COVID-19 treatments, in
collaboration with medical
societies?
M| Very little 4 A little
H Quite | Very much

M| don't know
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Transformation of National Health Services (l)

To what extent in 2024 do you think your In 2024, to what extent have public health

country has innovated in e-Health authorities in your country promoted
infrastructure? multidisciplinary and versatile medical and
patient pathways?

16,3%

M| Very little

H| Very little

14 A little

14 A little

M Quite

M Very much | Quite
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Transformation of National Health Services (ll)

Do you agree that pharmacists
should be involved in the national
immunisation plan in your country?

Are pharmacists already involved
in your country's national
immunisation plan?

How involved were pharmacists in 2024 in the
national vaccination plan in your country
compared to the pre-pandemic period (2019)?

M Same as
2019

14 Very little

M A Little

M| Very much
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Creating a comprehensive policy framework

In 2024, to what extent have public health authorities:

Taken measures to ensure that
high-risk groups have access to
free COVID-19 test kits?

M| Very little 14 A little

H Quite H| Very much

Kept the fight against the virus at
the top of the national health
policy agenda and adopted
appropriate health policies to
better respond to future crises?

aﬁl'l\'li CITizeNsmir NETWORK
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To sum up

The survey revealed significant concerns regarding systemic weaknesses.
While the threat of a new global pandemic was top of mind for the vast
majority of health associations, it seemed underestimated by political and
health authorities operating at a national level.

Positive steps were taken, such as involving pharmacists, but

gaps remain in e-Health, communication and concrete
political prioritisation.

The transformation of National Health Services is a long-term process, but as the
President of the European Commission recently stated in her State of the Union address:

'We are on the brink — or even at the start — of another global health crisis.
So, the time to act is now.

Things are slowly changing, but we are still far from a comprehensive policy framework.

It is increasingly important that we use our voices and expertise together to push for

stronger EU and national commitments in respiratory care and health crisis P W, {omemisesiotp B, [
preparedness. CITTADINANZZEI IV
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Bianca Ferraiolo
Head of the Representative Office to the EU
Senior Manager EU Affairs
at Cittadinanzattiva — Active Citizenship Network

b.ferraiolo@cittadinanzattiva.it @-ﬂl',-'-‘»'

ﬂffl\'ﬁ CITIZENSHIP NETWORK
CITTADINANZZZT TV




	Diapositiva 1
	Diapositiva 2
	Diapositiva 3
	Diapositiva 4
	Diapositiva 5
	Diapositiva 6
	Diapositiva 7
	Diapositiva 8
	Diapositiva 9
	Diapositiva 10
	Diapositiva 11
	Diapositiva 12
	Diapositiva 13
	Diapositiva 14
	Diapositiva 15
	Diapositiva 16
	Diapositiva 17

