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The Population Health Information 
Research Infrastructure for COVID-19:

• a European mechanism, that aims to

• facilitate and support data-driven 
population health research

• and exchange of best practices

• to support decision making

Map of PHIRI Partners

41
partners

30
countries

3
years
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Background

• COVID-19 pandemic challenged the sustained performance of health systems in Europe. 

• Resilience was found to be different in European countries. 

• Health information systems were not always equipped to accommodate data flows needed to 
underpin evidence-based health policy decisions. 

• Sharing data across borders and ensuring comparability of data and indicators proved difficult 
in a timely manner during the crisis.

Created a European landscape with different national and federal health policies, not always based on 
sound scientific findings. 

• As the crisis progressed:

• National and international initiatives set up aiming to harmonise health information 

• Many of these initiatives are forming a solid foundation for health systems, improving resilience and 
future sustainable performance. 

• Important lessons learned and best practices to be showcased to strengthen health systems.
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Aim of the workshop

• Discuss the resilience of health information systems in European 
countries, including lessons learned and best practices from the
COVID-19 crisis.

• Explore barriers to sharing health information within and across
borders. 

• Look at future perspectives, including how health system resilience can
be strengthened through improved use, re-use and sharing of health 
information. 
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Impact of COVID-19 pandemic on cancer registration and care

Luciana Neamtiu – JRC

Recent experiences on barriers to data sharing and data comparability 

Ebba Barany – Eurostat

PHIRI for resilient health information systems

Miriam Saso – Population Health Information Research Infrastructure (PHIRI)

HSPA as a tool to harness health information on resilience

Kenneth Grech – Expert Group on Health System Performance Assessment

The use of health information during the pandemic

Ruth Waitzberg – European Observatory on Health Systems and Policies



BERLIN | 9-12 NOVEMBER 2022BERLIN | 9-12 NOVEMBER 2022

Key messages

1. Population health information plays a key role in times of crisis, with 
trustworthy information flows facilitating evidence-informed policies 
and decision-making. 

2. Sharing and harmonising health information is key to building 
resilient healthcare systems that are prepared for the future.

www.phiri.eu 6



Impact of COVID-19 pandemic 
on cancer registration and care

Luciana Neamtiu

EUPHA resilience workshop – ‘Resilient health systems: 

harnessing health information to improve population 

health, 12 November 2022



• Describe the effects of the COVID-19 pandemic on cancer care and 

registration in Europe 

• Provide an overview of the specific studies performed by the cancer 

registries to identify the impact of COVID-19 on cancer patients and 

outcomes.

• Two surveys among members of the European Network of Cancer 

Registries

• First survey: 40 registries from 16 EU countries

• Second survey: 48 registries from 15 EU countries

Aim & Methods



• Disruptions 

• Receiving notifications: 58% of the registries no or not significant disruption

• When disrupted – pathology laboratories and the hospital discharge notifications

• Accessing sources: 56% of the registries no or not significant disruption

• 56% of the cancer registries reported impact on data processing 

• The majority of the registries are able to recuperate fully or partially the 

missing data later. 

Impact of the COVID-19 pandemic in cancer 
registration



• Screening: >80% interrupted 

or slowed down

• Non-urgent diagnostic visits 

for cancer were disrupted 

from mid-March to beginning 

of May 

• Treatment disrupted: 

• Surgery - 51% 

• Chemotherapy – 43%

• Radiotherapy – 40%

Impact on cancer screening, diagnosis and 
treatment



Examples of impact from cancer registries



• Cancer registries are valuable instruments to assess the impact of the 

pandemic in cancer screening, diagnosis and care.

• The cancer registration process was disturbed due to changes in work 

modalities for the personnel (remote work) or allocation of staff to other 

activities related to the pandemic control, as well as the difficulties in 

accessing sources and/or receiving the notifications. 

• A number of registries are participating in or conducting studies to measure 

the impact of the COVID-19 in cancer care. 

• The information obtained for each registry can help analyse and interpret 

cancer statistics for 2020.

Conclusions



EU Science Hub: ec.europa.eu/jrc

@EU_ScienceHub

EU Science Hub – Joint Research Centre

EU Science, Research and Innovation

Eu Science Hub

Keep in touch



Thank you

© European Union 2022

Unless otherwise noted the reuse of this presentation is authorised under the CC BY 4.0 license. For any use or reproduction of elements that are not owned by the 

EU, permission may need to be sought directly from the respective right holders.

https://creativecommons.org/licenses/by/4.0/


Recent experiences on barriers to 
data sharing and data comparability

Resilient health systems: harnessing health information to 

improve population health

Ebba BARANY, Eurostat

12 November 2022



• A few words about Eurostat

• ICU indicators for reference years 2019 & 2020

• COVID-19 as cause of death

Overview





Eurostat Health Statistics

https://ec.europa.eu/eurostat/data/database



Joint data collection OECD/WHO-Europe/Eurostat non-monetary healthcare

Assessed data needs and possibilities

Added Pilot indicators on ICU beds (Level 1-3)

Reference years 2019 and 2020

ICU indicators - highly relevant due to COVID-19 

ICU Beds

Adult

Of which: critical 
care beds 

(Level 2 and 3)

Neonatal Paediatric



• 21/35 countries provided data (EU, EFTA, Candidate countries)

• The variable Total adult ICU beds had the highest response rate (17) 

• 15 countries (2019) and 17 countries (2020) provided date on neonatal

and/or paediatric beds

• 20 countries provided data for both reference years (2019 & 2020)

• Average adult ICU occupancy rate (13 countries)

ICU Beds: Participation 



• Differences in reference period

• Annual average vs. end of reference period

• Coverage

• Public, private non-profit, private for-profit hospitals

• Intensive care unit / intensive care in other unit (eg cardiology)

• Classification of ICU beds

• Level of care, designation to adult/paediatric/neonatal, or no classification of beds 

• Disaggregation of neonatal and paediatric ICU beds

ICU Beds: Comparability issues



• Eurostat official statistics ‘Causes of Death’ is based on official death

certificates

• The European Centre for Disease Prevention and Control (ECDC) 

disseminates rapid monitoring data on COVID-19 deaths since 2020

• Significant differences due to

• Different data sources and revision practises

• Dying with COVID or dying from COVID-19

Mortality data – COVID-19



Official and rapid data 2020, a comparison
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Thank you for your attention!

https://ec.europa.eu/eurostat/

https://ec.europa.eu/eurostat/
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PHIRI for resilient 
health information 

systems
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COVID-19 Health Information System assessments

www.phiri.eu 27

• Aim

Map the COVID-19 health information system (HIS) that 
monitors the effects of COVID-19 on population health: 
identifying strengths and weaknesses 

• Objectives 

 Learn from best practices

Capacity building: reducing health information inequalities

Recommendations for resilient HIS

• Assessors trained to use adapted WHO tool

• Covering: data collection, analysis, reporting, knowledge 
translation, governance & resources

https://apps.who.int/iris/handle/10665/342126
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Findings

Assessments already performed 

Italy (Dec 2021-Jan 2022) – 6 interviews

Portugal (Mar 2022) – 4 interviews

Ireland (Apr 2022) – 7 interviews   

Malta (May 2022) – 7 interviews

Norway (Jun 2022) – 8 interviews

Hungary (Oct 2022) – 3 interview

Netherlands (Oct-Nov 2022) – 8 interviews

www.phiri.eu 28

Best practices
• Strong vaccination system implemented before the COVID-19 crisis hit

• Strong and rapid technological surveillance system set-up 

• Pivotal role of telemedicine during COVID-19

• Data dashboards and regular reports (publicly) available

• Ad hoc health surveying during COVID-19

• Experts involved in an interdisciplinary manner to improve communication and dissemination 

activities

• Linkage of databases to ensure coverage of the vulnerable populations
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Rapid Exchange Forum 
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The Rapid Exchange Forum is a structured platform for regular exchange of fellow 

countries, policy advisors, commission services and researchers in the joint efforts to 

manage the COVID-19 pandemic, and increasingly addresses topics beyond COVID-19

Examples of topics addressed:

• Which indicators and thresholds are used in order to change 

the risk level for stricter restriction measures? Dec/Jan 2021

• What are the main measures that MS are putting in place to 

address mental health COVID-19 cases? March 2021

• How does your country organise the treatment/management of 

long COVID patients? April 2021, June 2021, Jan 2022
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www.healthinformationportal.eu

A one-stop shop that facilitates access to population health and 
health care data, information and expertise across Europe.

COVID-19 Rapid 

Exchange Forum

COVID-19 Policy 

measures

Health information (data) 

sources

Countries and national 

nodes

Research infrastructures, 

Research networks

Health information 

projects

Publications

Trainings in all areas of 

population health

BERLIN | 9-12 NOVEMBER 2022

http://www.healthinformationportal.eu/
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@PHIRI4EU

/company/phiri

Miriam Saso Miriam.saso@Sciensano.be; 

phiri.coordination@Sciensano.be

www.phiri.eu

Thank you for 
your attention!
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HSPA as a tool to harness health information
on resilience

Dr Kenneth Grech
Co-Chair
Expert Group on Health Systems Assessment Performance



• Formed in 2014 in response to the increasing need to measure 

performance of health systems and provide frameworks for evidence-based 

policy

• Composed of informal representatives of EU/EAA member states, with 

participation from European Observatory on Health Systems and Policies, 

OECD, WHO 

• DG Sante’ (Performance of National Health Systems Unit) provides 

Secretariat support

• Meets 4 times a year; 28 Expert Group meetings and numerous other 

events

Expert Group on Health Systems Performance Assessment



Reports by HSPA Expert Group (1)



Reports by HSPA Expert Group (2)



• Resilience on EU agenda for 

many years

• Need for exact definition, 

measurement & assessment 

methods for policy makers to 

gauge resilience of their HCS.

• Only few European 

governments had 

operationalised resilience as a 

separate measure pre-COVID

Resilience Report 2019 (Pre-Covid)



• Imperative for policymakers to 

extrapolate lessons from this 

experience & expand their 

HSPA frameworks to include 

resilience as a key dimension 

of performance assessment.

• Significant gaps in scope of 

most countries’ assessments

• Developing new measures to 

assess resilience & 

governance capacity

Resilience - Bouncing forward: moving to a new
sustainable development path – post-COVID



Malta HSPA



Latvia HSPA



Slovenia HSPA



Irish HSPA



• Incorporation of ‘Resilience’ domain into HSPA models, requiring 

re-development of national frameworks/models

• Inclusion of new domains/indicators

• Integrated care, resilience, crisis intervention, patient 

centredness/experience/journey, ONE Health, climate equity, value 

based care…. 

• Gaps in data collection & lack of robust information systems

• Impact of HSPA on policy development

Challenges in measuring resilience within HSPA frameworks



• Post COVID (NCD, surge capacity, workforce capacity) - importance of 

using intelligence generated by HSPA to support decisions in managing 

systems post-COVID

• We need measurables interventions – indicators that are useful for 

performance/policy making

• Increasing use of HSPA in investments i.e. need for monitoring and finding 

measures of value for money/cost-effectiveness e.g. EU Recovery and 

Resilience Plan

Use of HSPA to measure investment vs return 



Thank you

kenneth.grech@gov.mt

ec.europa.eu/
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The use of health information during the pandemic

Dr Ruth Waitzberg

European Observatory on Health Systems and Policies 

11.G. - Round table: Resilient health systems: harnessing health information to improve 

population health; Berlin, Saturday 12th November 2022

#EPH2022
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A resilient response to COVID-19 involved…
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Strengthening monitoring, surveillance and early warning systems (Strategy 3)

The pandemic is unique in recent times in generating broadly comparable (but NOT perfect!) health data across 

countries within a very short time frame, including tracking of:

• Cases, hospitalizations, deaths, etc.

• Resources and their distribution 

• Vaccination progress

• National response policies 

• Virus transmission, variants

E.g., COVID-19 Clearing House for medical 
equipment 

E.g., Greece (Digital Registry in Greece), 
Netherlands, Germany (DIVI-
Intensivregister), Malta (COVID-19 Emergency 
Operation Centre in the Mater Dei (main 
hospital in Malta)
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Strengthening monitoring, surveillance and early warning systems (Strategy 3)

The pandemic is unique in recent times in generating broadly comparable (but NOT perfect!) health data across countries within 

a very short time frame, including tracking of:

• Cases, hospitalizations, deaths, etc.

• Resources and their distribution 

• Vaccination progress

• National response policies 

• Virus transmission, variants

Throughout the pandemic, countries in Europe and beyond have adapted and enhanced existing surveillance and monitoring 
systems to inform the pandemic response

• Critical knowledge gaps have been exposed

• Digital tools supported surveillance and monitoring efforts
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Transferring the best available evidence from research to policy (Strategy 4)

• Evolving and sometimes inaccurate evidence contributed to some divergence o policy responses and occasional policy U-turns

• Unprecedented scale of international collaboration and open access to research

• Independent knowledge brokers such as the EU, WHO and Observatory, and the civil society play an important role in 
connecting research and policy 

EU institutions as knowledge brokers and facilitators for information exchange:

• Advisory Panel on COVID-19 supporting the Commission in formulating response mechanisms and 
making recommendations for policy measures

• Funding for COVID-19 related research from Horizon 2020

• The ECDC has been collecting and harmonizing epidemiological data

• Expert Pane on Effective Ways of Investing in Health has published reports on topics related to the 
pandemic, including health systems resilience, procurement and mental health of health workers

• Several new online portals have been established to facilitate the information exchange and 
coordination of actions across Member States, e.g., Re-open EU, the Health Systems and Response 
Monitor (HSPM), the European COVID-19 Data Portal, the Coronavirus Global R&I Collaboration Portal 



healthobservatory.eu @OBSHealth #EPH2022

Communicating clearly and transparently with the population and stakeholders (Strategy 7)

Effective communication with the public and relevant stakeholders has been key to delivering public health messages to prevent 
infection and to share expectations and requirements, this required:

• Coordinating messaging across multiple channels

• Reaching different population groups 

• Managing the “infodemic” and tackling false information 

• Addressing data flaws and weaknesses in its presentation
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Visit our website: www.healthobservatory.eu

Subscribe to e-alerts: www.tinyurl.com/OBSupdates

Follow us on Twitter: @OBShealth 
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