european standards of
care for newborn health

Newborn health standards — improving quality of
care across Europe



That Is not what we expected!!!




No support and just a few information for us parents




european standards of
care for newborn health

Why European Standards of Care for Newborn
Health — is there a need?



Why European Standards of Care for Newborn Health?

Every year 700.000 preterm babies are born in Europe

8.7% of all live birth (6.3 % to 13.3 %)
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Differences between European countries

Infrastructure for high-risk Organisation of
pregnancies medical centres

Education of Follow-up and
healthcare continuing care
professionals

~© Level of implementation Nutrition NICU design
of infant- and family-
centred care



Inequalities in care and parent involvement among
European countries




Coping with the situation depends on many things

« EXxperiences during pregnancy

» Experiences during the NICU stay

« Experiences with follow-up




Outcome and long-term consequences of preterm birth

« Physical disabilities, e.qg.
cerebral palsy

* Learning disabilities
 Behaviour problems

e Psychiatric disorders
 Respiratory diseases

« Cardiovascular diseases

 Visual diseases

@

Reduced educational
attainment

Reduced earning potential
Reduced social integration

Poor adult health



Working together

All stakeholders

» support the development

 actively participate in development process
* endorse the final standards

000000005 C0IE0D0C0000C0000030000 Industry
partners

Healthcare
professionals

-~ @ Third Parties

' @ Parents
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Kick-off and starting point

« Official start on 7 April 2014 in
EU Parliament in Brussels
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European Standards of Care
or Newborn Health

 Socks for life art exhibition

« Symbolic signing of request for
the development of European
reference standards by all
present stakeholders and
visitors of the exhibition
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Why Is this project so unique?

 Initiated by patient (parent) representatives for patients
» Parents are involved in every step of the development process

—> A true patient centred project

» About 220 experts from more than 30 countries developed the
standards

« Combining forces across countries, disciplines and needs

» Supported by 158 professional healthcare societies and
parent/patient organisations

» Covers the complexity of neonatal care

* Promotes the equitable and high levels of care
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11 topic expert groups with 220 experts from over 30 countries

Education &
training

Data collection
& documentation
Follow-up &
continuing care

Patient safety &
hygiene practice

Ethical decisions @

Birth & transfer

o Medical care &
clinical practice

8 Care procedures
Infant- & family-
centred care

@ NICU design
e Nutrition

Topicsin the
European Standards
of Care for Newborn

Health project



Standard development process

Decision on standard topics Development of template for the First standard draft written by

by Chair Committee standards by Chair Committee one or more responsible authors [e) @
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Editing process regarding Proof of content by ¢? A
grammar and common wording the TEG's Chair team .. -.’
together with Chair teams
e Peer review process: In case additional user
- At least one feedback perspective is needed:
( ® g loop with the TEG involvement of the Parents’
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-—— A ’— external experts
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Voting on the standards by the Chair
Final formatting Committee; 80% yes votes needed
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Review by the authors
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Revision of the standards after a
certain life cycle and extension of
the standard topics

Launch of the standards and the Call to
Action in Brussels and publication on:
https://newborn-health-standards.org
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Implementation related Third Parties N



Targeted communication strategy

Social
Media

Relations

Promotion
material




Publications and awards

* Infant journal “Combining
forces for preterm infants”
(2016)

« Editorial in THE LANCET
“The unfinished agenda of
preterm birth” (2016)

» Awarded as Ashoka Fellow
(2015) and German
Landmark Award (2017)

o Editorial in THE LANCET
Child & Adolescent Health
(2018)

Germany

Land of Ideas
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Landmark 2017

Nationaler Forderer

Deutsche Bank

Volume 12/Issue 6,
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The unfinished age:

For several years, Workd Prematurity
highlighted the giobl efforts to add
Initiated by the Furopean Foundati
Newbom Infants (EFCNI), and later i
organisation LitteBigsous, the US.on
Dimes, and the Australian National Pr
there are now many initiatives glob
shine a spollight on the plight of p
their families. An estimated 15 mill
before 37 weeks' gestation workiwi
s increasing, with rates varying fn
biths between countries. I ts lates!
released on Now 1, March of Dimes |
C guadke as the rate of preterm birth
the frst time in 8 years from 5:57% |
more worryingly, there were witenit
inequalities with the rate being 4¢
women and 15% higher amang A1
Alaska Native women than in white w

Preventing pretem bisths and ¢
fants wll to avert modality and |
merbidity is now one of the most ur
further progress in delivering the Susta
Goal target of reducing mortality ©
than 5 years. In 2015, neonatal disor
34 millon) of under deaths, accc
Global furden of Dissase data. Do
bisth compiiations became the leadi

Editorial I

Putting the family at the centre of newborn health

The 2Tl of 2 EWSOrm 15 2 highly anticbates aasion
Bt for familesw it poterm ard I Bables, the smodated
Bealth chalkenges and prEhoicghcal burden can make the
craskon a stressfl ore. Eachyear In Eurcps; an eximates
500000 tabies—mugnly 10% of all Ihebiths—are bom
Bafiore I wests of gestaion. Althougs much pagres
[z o miie bo IV SURFal and DUbooemss In the
past 40 years, peematuee birth remalne a major caese of
wnder § mortalty and moebidities.

the: highly wartaible quality of materral and infant cre in
EUDpE means that vt Dutmome dsparities it both
Etwmen andwittin countries.

PFuilished on Mow 28, the Ewopean Sandeds of Cwe
for Mewhorm Health aim to define and harmonise “the
care and Ereatment that shall be peovided by a neomatal
seryke”. Recognising that improving newbom health s a
tnely colaborative effort, the project was conceptualsed
and ooordnated By the parent onganksition European
Fourdation for the Care of Mewbom Infants, which
Ercught together around 720 experts acme dbciplnes
ffrom 31 counirkes o work with parent represeniaiines
The reswiting stardands cover 11 key topics—starting from
anteratal and perinatal care, tr ransition bo home, ethicl
diecision maiting, pallathve s and long Serm folow-up

At the heart of the stardards &5 Infant-ara- familty-
centrad developmerial cam. While detallsd dinksl

guidance s gven on neieant Bsues soch a5 peeventing
Eeorchopeimorary dysplasia and carty-onset reoratal
spals, 3 large proportion B devcied G0 empowering
parents In taking up thelr roies a5 pimary canghvers
"#hen gheen Individualised support, parnts partidpation
In daly cee procedures b e neonatal intenshe
care unit [MIOF) sudh = nappy changes, bathing
and weiching an raduce stess, incresse @ne-ghing
oompetency, and strengthen parent-chiid borsdng. The
standants also adrocte 24 h acess for parnks o the
MECU and recomimend provision of a supportiee sensony
trat mirimises mxposure bo ecesshe light,

ruhrition are increasing not ocly in hig
but espeially inlow-income and midd
And some of the greatest health «
between but ako within countrcs ar
e, access 10 contraception and fart
bith. alterdance, and postnatal <
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Prevention has 1o take a lifecou
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molst; and offer stressfl stimwll Whene painfel madicl
POCEOUNS FE NECESY, [t e ercoumged o
recognise thair baby's discoemfont sigrals and to provide:
Fron-anaigesic pain rbef e ecample by beeastieening
and having siin-to- skin contact with the infant.

To enswre ottty of @re after hospital dischange,
fthe standards recommend providng fmilles with 2

omprehensye plan that Incedes tallored @dUCRian,
training, and ongoing prychosncial support for parents
Aussemsment of the infants neumicgical state, cognithe,
matog, and ainguage development, 2o well = respirabory,
amiametabolic, and Jther health owoomes shooid be

Incuded In continuing care Swech. long-benm folow- up
& essential 1o enabie cany dentification of amy concems:
and rapld infersenbon so that thems children can
oontiree to thitve at school age and beyord.

ARfough these moommendabions are seeary part of
TOARINeE PrACHicE N Some Countrks;, the estabishment of
3 harmanised set of standards represents an mportant
step Sowarnds ovtcomes for prematwee and I
infants aooes Ewope. Each standard b bioken down
ko components for parents and familiss, healih-
@ pofesonals, neoratl ooty hospitak,  and
healih seriom—e Hying the conospt that dose
oilaboration at all leveks of the health srshem ks emential
Byidence- based clinical practice neods bo be implemented
with the Infant and their family In mind repecting that
each family has difierent needs and requives indhvidualised
sopport bo achicve the best cutcome for thelr child,

Importantly, athough some meoommendations: equie
sobstartil irvestmaents, inffal steps are propossd so
that imenedlate actions can be tben. Some simple sheps
Includie putting up a folding screen fo guarants: privacy,
careivlly explaining medical conditions and management
plars o parents. and providing Information about
arallable professional ard petr- to- peor suppart services.
‘We cll on national feakh systeme o eeview thelr
peotoocts inlight of these standards, identty priorty anes
for change, and establish strategies for Implementation.
To monfior progees and enfarce aoountabilty dear
inedicators for meeting Ehe standands Bave Boen proposed,
although chalienges remain In the systematic ooliection of
data that can be compansd oo oounkne

Decades of reseaech have refined our knowledge
af neonatal heaith and Improved surdival of pretemm
and Il Infants. It i now time to trarekate the cvidenoe
Infto the best quality of care for patients and thelr
families, no matierwhers they Ihe And It all startswith
neEpecting e rights and digrity of the Infant and their
family, ared recognising thess sarly wesks 2= 3 pivotal
stage In the pattway feom fetal Mfe fo adulthood
W The Lancet Child B Adolescmdfeaith
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Support of 108 healthcare societies and organisations
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Croatian Society
for Neonatology and
Neonatal Intensive Care
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Support of 50 parent organisations and 7 industy partners
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Launch in the EU Parlament in Brussels

. Reception in the Bavarian - Con_ference in the European
Representation —~rr Parliament




Outlook and implementation strategy
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Free
access to the
.\ ' standards

Informationand |
education
materials

Fellowship = Set of neonatal ,
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outcome
programme standards,
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Some personal thoughts...



Going home after four month in the hospital
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Our life does not stop after discharge
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We have learned to life with our destiny







Take home message:
Now we need to act - this Mission Is Possible!

« Support the implementation of the Call to Action
standards in your country

for Newborn Health in Europe

« Support newborn health on national level

« Join forces on national and international S ;
level to improve newborn health e |||
« Work together with your national and if EFe@NI @ oo,

existing local parent organisations

« Join us in and support for the Call to
Action for Newborn Health in Norway
and in Europe

@



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