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Twin pregnancy and HELLP Syndrom

• Never even heard about a condition called pre-eclampsia

• Several pre-eclampsia risk factors, like first pregnancy, having protein in 

the urine and carrying twins

• 24 week: high blood pressure and feeling serious ill  - pre-eclampsia was 

diagnosed, but far too late!!!



Too early, too small – but why?

* *
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That is not what we expected!
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* *



The parents’ vision: Family life with a healthy baby and child 



Dreams falling apart: Unfamiliar environment, insecure future, mixed feelings



Going home after four month in the hospital

*
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Parents and healthcare professionals - two different planets? 

Healthcare

professionals
Parents/Patients



EFCNI – a strong network for maternal and newborn health

A strong partnership with…

• >100 national parent / patient 

organisations worldwide 

• >20   global healthcare societies

• >30   European healthcare societies

• >80   national healthcare societies

• Supranational organisations 

(WHO, …)

• European institutions (EU 

parliament, commission, EMA,…)

• G7 preparation-meetings

• First pan-European organisation to represent the

interests of preterm and ill newborn infants and 

their families

• Combine forces of parents, healthcare experts, 

scientists  reducing preterm birth rates and 

improving outcomes

• Fields of activities

• Preconception and maternal care

• Treatment and care

• Continuing care



Global Alliance for Newborn Care - GLANCE

GLANCE is the first global network to represent the interests of 

babies born too soon, too small or too sick and their families. 

Initiated and coordinated under the umbrella of EFCNI, GLANCE 

aims at including parents, from all parts of the world to exchange 

knowledge and experience. GLANCE aspires to decrease the 

burden of afflicted families and their preterm and sick newborns to 

help them thrive beyond survival.



Achieved milestones in improving maternal and newborn health –

paving the way for newborn health standards
2013 +

Standards of Care

2011 / 2012

European White Paper

& Call to Action

2010  

EU Benchmarking Report

2008

Declaration of Rome

Catalogue of 10 
demands for preterm
infants

Key finding:

Different practices, lack 
of standards

Background, 
challenges, 
recommendations

Standards to increase
quality of care

Situation in Europe

Need for change

Establishment of

reference



Start of the project in the European Parliament

• Official kick-off on the 7th of April 2014 in the EU parliament in Brussels

• Symbolic signing of the cooperation and participation in the project of 

politicians, presidents of various societies and parent representatives



Reference standards

 Translation for the

individual countries is

needed

Project related

communicaton strategy

220 experts from 31 countries develop 96 standards



Development process of the standards – a five years journey



Presentation of the standards at the EU parliament in Brussels – November 2018

• Afternoon session in the

European Parliament

• Evening event in the Bavarian

representation



Why is this project so unique?

• Initiated by patient (parent) representatives for patients

• Parents are involved in every step of the development process

• About 220 experts from more than 30 countries developed the 

standards

• Supported by more than 150 professional healthcare societies and 

parent/patient organisations

• Covers the complexity of neonatal care

• Promotes the equitable and high levels of care

• Highlighted and recommended twice in The Lancet editorial as best 

practice example

https://newborn-health-standards.org/



Make an impact – foster a change of mind, planned next steps



World Prematurity Day: global advocacy

• EFCNI is founder of World Prematurity

Day and leader of the global planning

group

• About 40 members - including WHO, 

Save the Children, UN/Every Woman

Every Child, March of Dimes, UNICEF 

are joining forces on this day and

message

• To maximise outreach and strengthen

impact, the group orchestrates its

activities under a common motto

• In the future, GLANCE will be the

platform for global World Prematurity Day 

activities



Highlights of World Prematurity Day 2018:

3



World Prematurity Day 2018: Selection of events
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• Factsheet on pre-eclampsia: easy-to-understand

information on causes and risk factors, symptoms, HELLP 

syndrome, screening, prevention, diagnosis

• Translated into 9 languages

• Supported by parent organisations and KOLs

Raising awareness and providing information on preeclampsia



• International social media awareness campaign

for World Preeclampsia Month – May 2018

• Several thousand reaches and impressions

• Peak on Preeclampsia Awareness Day (22 May)

• Healthcare experts and patients were involved

• Using several languages for the campaign

Social media awareness campaign on preeclampsia 2018



• Raising awareness on preeclampsia and the need of early screening: act early! screen early! 

• Videos and written statements of healthcare experts and affected mothers

• Support of key European healthcare professional societies

Joining forces for World Preeclampsia Day campaign 2019



Join us in our worldwide social media campaign: act early – screen early

See you during the coffee or lunch 

break and make your „act early-

screen early“ campaign photo. 

Thanks for joining!!!



Thank you for your attention!

EFCNI

European Foundation

for the Care of

Newborn Infants

Chairwoman of the Executive Board: Silke Mader

Hofmannstraße 7A

D-81379 Munich, Germany

Tel: +49 (0)89 / 89083260

Fax: +49 (0)89/ 890832610

E-mail: info@efcni.org
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