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EFCNI‘s fields of activity

Preconception and maternal care
« Effective prevention
« Equitable, high-quality healthcare

Treatment and care
* |Improvement of treatment and care for newborns
e Support for their families

Continuing care

* Improvement of long-term health of preterm
babies and ill newborns

* Psychological, socio-pedagogical and financial
support for children and families




EFCNI‘s philosophy — working together

Policy makers Parent Organisations

Industry Third parties
Media/ Professionals/
Marketing Scientists



EFCNI — a powerful and growing network
for maternal and newborn care

Active partnership with:

~ 80 National parent organisations worldwide
~ 30 European organisations & societies

~ 30 National organisations & societies

~ 20 Global organisations & societies

<. ’ - Supranational organisations (WHO, ...)
< - European institutions, EMA, G7 prep. conf,...



EFCNI — a neutral platform and partner
combining forces

High reputation, credibility and trust among
all stakeholder groups:

Initiating & coordinating interdisciplinary projects

- Participating in and organising of key advocacy
meetings and health projects

- Knowledge and information sharing
&‘f) Driving system and mind changes




EFCNI — a strong and valued “brand”
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Fostering common communication:

(Licenced) material, toolkits and multiple
communication channels

Building one strong international voice
Raising awareness on preterm birth topics
Maximum outreach to target groups



Europeristat — How do we use the data?

 Benchmark report

 White Paper

 Pressreleases

 Communication activities around World Prematurity Day

« When we are approached from journalists, etc. = refer to Europeristat

« EFCNI homepage

* Meetings with politicians and other stakeholders

« Parent organisations - benchmarking with other countries, contacts
with local politicians
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European Standards of Care for Newborn Health project
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Groups organisations
develop and draft review and endorse
standards the standards

Birth & transfer

Education & O Medical care &
training clinical practice
Data collection Care procedures
& documentation P

Topics in the
European Standards

Patient safety & of Care for Newborn Infant- family-
hygiene practice Health project centred care

Follow-up & .
continuing care NICU design
Ethical decisions @ e Nutrition

> 100 Standards in 11 topics



European Standards of Care for Newborn Health project

Finalisation stage of the project
Launch of the standards on 28 November 2018 in Brussels

—> next step implementation

European Standards of Care for
Newborn Health
Toolkit and Academy
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Data from Europeristat -2
iInfographics,
nicely designed, formatted for

Human Family Follow Up  Other standard

Background information

Overview of standard topics Focus on the
— standards

Implementation of the standards project
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milk bank  centered topios like: parenterdl parents, HCPs, politicians, etc.

e/

care nutrition, RSV, ROP,




Example for infographic

PRETERM BIRTH

40 WEEKS

A baby is born preterm, when it is born DEPENDING ON THE LENGTH OF
PREGMANCY, IT IS DIFFERENTIATED:

b Efo re 37 extremely preterm:

less than 28 weeks of pregnancy

We e ks of VETY preterm:

28 to 31 weeks of pregnancy

;
gestation. -

32 -37 weeks of pregnancy

1 baby in 10
Bwiwd
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is affected by
preterm birth

Babies born preterm
face higher risks of
poorer long-term
neurodevelopmental

outcomes

e.g. cerebral palsy, visual and
hearing impairments
and mortality

LIRS can affect health

throughout the
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EFCNI‘s next project: ICHOM project — measuring health
outcomes for preterm infants

Create a set of reference standards.
@ european standards of Implementation of these standards will
N carefornewbomealth help improving the care of preterm/ ill
newborn infants

Defining global outcome standards
that really matter to patients.
ICHOM — -
They can be used to measure if the
implementation of the standards has
improved the outcome of infants

o Patients are directly involved in defining the Standard Set

« Patient-reported outcomes are included in every Standard Set to
capture symptom burden, functional status and health-related quality of
life

« Time points and sources of data collection are clearly defined to ensure

comparability of results
-




Thank you for your attention!

EFCNI

European Foundation
for the Care of
Newborn Infants

Chairwoman of the Executive Board: Silke Mader

Hofmannstral3e 7A
D-81379 Munich, Germany
Tel: +49 (0)89 / 89083260
Fax: +49 (0)89/ 890832610

E-mail: info@efcni.org Germcmy
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