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Introducti on to SHIPS

Supporti ng children born very preterm and their parents

Medical advances for the care of babies born very preterm, meaning before the 32nd 
week of gestati on, have led to increased survival and a decrease in major neonatal 
complicati ons. Most children born very preterm have normal development and good 
health, but some experience diffi  culti es. These diffi  culti es are diverse and can include 
developmental, speech or motor delays or vision, hearing or respiratory problems. 
Early detecti on of these problems makes it possible to intervene and to provide infor-
mati on and support for parents.   

While we know a lot about the early care of babies born very preterm, much less is 
known about the care that children receive aft er they leave the neonatal unit. Many 
children are enrolled in follow-up programmes to support their development. How-
ever, these programmes diff er among countries, and we have litt le informati on about 
whether all families access these services and how long they use them. 

The ‘Screening to improve 
Health In very Preterm 
InfantS in Europe’ (SHIPS) 
project had a mission to study 
the availability and use of 
evidence-based* health care, 
follow-up and preventi on 
programmes for children born 
very preterm. The project is a 
European research collabora-
ti on which includes 6792 chil-
dren born before 32 weeks of 
pregnancy in 19 regions in 11 
European countries. 

19 regions (yellow) in 11 EU countries (blue) parti cipated in 
SHIPS: Belgium, Denmark, Estonia, France, Germany, Italy, the 
Netherlands, Poland, Portugal, Sweden, United Kingdom

* Evidence-based health care is a way of providing health care that is guided by a thoughtf ul integrati on of 
the best available scienti fi c knowledge with clinical experti se.
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Results of the Study of Health and Wellbeing at 5 Years of 
Age

The ‘Study of Health and Wellbeing at age 5’ explored health and child development, 
family wellbeing and use of health services (routi ne follow-up, emergency visits, 
hospitalisati on) with a parental questi onnaire. The results were grouped into four 
categories:

The SHIPS partners collected data in the study regions on four major topics: 

Children’s health, healthcare use and quality of life

Children’s cogniti ve and motor development

Families’ experiences of follow-up and subsequent care 

Coverage, content and costs of follow-up programmes. 

The data collecti on took place when the children were fi ve years old and consisted of 
four diff erent studies. One of those is the ‘Study of Health and Wellbeing at age 5’. The 
results of this parti cular study will be covered in this brochure.
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FOLLOW-UP POLICIES

CARE EQUITY
PARENT’S VIEWS AND 
EXPERIENCES OF CARE

USE OF HEALTH CARE SERVICES
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Follow-Up Policies

There were large variati ons in follow-up services across countries. The proporti on of 
children included in follow-up programmes and follow-up durati on were diff erent 
across the study countries, regions, and someti mes even hospitals.

➔ Although routi ne follow-up was off ered to most children born very preterm, less 
than 1 of 3 children was sti ll having special follow-up visits for preterm children at 
fi ve years of age. The percentage of children using follow-up was highest where 
follow-up was nati onally or regionally recommended unti l fi ve years of age (Portu-
gal, Belgium, the Netherlands, France and Sweden).

➔ Depending on the country, the percentage of children who had never used fol-
low-up services varied between 0% - 22%. It is important to remember that the 
SHIPS data come from parti cipati ng regions in each country, but there is likely 
variati on between regions within countries. 

Percentage of children sti ll using routi ne follow-up services at 5 years of age
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Use of Health Care Services

Many children were frequent users of a range of different health care services at five 
years of age.

➔ 29% of parents reported that their child had seen one specialist over the past 
year and 42% had seen two or more diff erent specialists, such as eye or hearing 
specialists, speech therapists or physiotherapists.

➔ In countries with more extensive preterm follow-up programmes (where more 
children are sti ll parti cipati ng in routi ne follow-up at fi ve years of age), children 
were less likely to rely on outpati ent and emergency room services and being 
hospitalised.

Parent statements

It’s nice to have someone 
follow you. Even if there 
was nothing serious for us, 
we were sti ll followed, so 
I thought within myself, if 
there was something they 
would have detected it 
quickly.

Big disappointment that no 
one has overall responsi-
bility for follow-up. Our 
daughter has many doctor 
visits at three diff erent 
hospitals. Countless visits 
could have been avoided if 
someone had an overview 
of the situati on.
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Care Equity

There may be social or geographic inequities in the care and follow-up of children 
born very preterm.

➔ Children born very preterm with social risk factors, such as having a mother with 
a low educati onal level or who was foreign-born, may have received less opti mal 
care at fi ve years of age. They were more likely to rely on outpati ent care and 
emergency room services and to be hospitalised, but less likely to consult medical 
specialists.

➔ Children with social risk factors were also less likely to use routi ne follow-up 
services for children born very preterm, which could explain why they were using 
less specialist services and had more visits to the hospital.

➔ The availability of follow-up may also diff er for families living far from urban 
centres, as remarked by some parents: 

Parent statement

Unfortunately, help for premature babies is only available in larger 
citi es. We live in the countryside and have limited access to all 
specialists. A visit to a specialist is associated with an additi onal 
trip, and I do not always have a transport and unfortunately there 
is sti ll a very long waiti ng ti me for some specialists.
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■ Poor ■ Fair ■ Good ■ Excellent
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Parents’ Views and Experiences of Care

The majority of parents rated the healthcare received by their children as good or 
excellent.

➔ Although sati sfacti on with care was high overall, it varied across countries. 
Between 68% and 94% of parents rated the care their child received as good or 
excellent.

➔ The parents who were the least sati sfi ed were those whose children had health 
and developmental problems: about one-third of these parents rated care as fair 
or poor. This suggests that health systems should focus on improving the care for 
children with complex care needs.

Parents’ rati ngs of care aft er discharge from the neonatal unit by country
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In Conclusion

There may be social or geographic inequities in the care and 
follow-up of children born very preterm.

1. Because follow-up programmes aim to facilitate access to care 
and interventi ons, having conti nued follow-up unti l fi ve years 
could help families to receive the most appropriate care for their 
children born very preterm.

2. Families with social risk factors were less likely to use routi ne 
follow-up services for children born very preterm.

3. There are many aspects in the long-term care for children born 
very preterm that can be improved in all the 11 study coun-
tries, including standardised content and durati on of follow-up, 
ensuring care coordinati on and promoti ng bett er communicati on 
between parents and care providers.

4. More research is needed on opti mal follow-up for children born 
very preterm and their parents. This research should include the 
opinions and life experiences of preterm individuals and their 
families.
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Why are these Results important?

The results indicate large variati ons in follow-up care of children born very preterm in 
Europe. It is important to highlight this not only for parents and children, but also for 
healthcare professionals involved in follow-up care, because follow-up programmes 
off er several benefi ts and advantages:

For parents: Follow-up programmes give insights into the child’s 
health conditi ons and development. Moreover, tailored care for 
children born very preterm may reduce the health-related burden and 
costs for families and increase their quality of life.

For very preterm children: Follow-up programmes facilitate early 
identi fi cati on of children in need of support and initi ate adequate 
support. Especially in the areas of att enti on, memory, and learning, 
children born very preterm may have challenges which potenti ally 
impact life-long emoti onal well-being and performance.

For follow-up teams and healthcare professionals: Follow-up pro-
grammes facilitate early identi fi cati on of children in need of support 
and ti mely referral. Follow-up can also represent an opportunity for 
professional growth when the results of follow-up are recorded and 
discussed within the team.

For health systems, policy and research: By proving bett er organised 
care, follow-up can also help to avoid unnecessary consultati ons and 
hospitalisati ons and improve the quality of care. Follow-up pro-
grammes provide informati on on children’s development that help to 
improve neonatal care and support research to improve the develop-
ment and potenti al of infants born very preterm.
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SHIPS in the Future

The SHIPS team is working hard to keep the project going and encourages all parents 
in taking part in another follow-up study and to stay tuned for updates. The data 
collected from SHIPS will be integrated into the European RECAP preterm data plat-
form. This platf orm will allow researchers to fi nd out about existi ng European studies 
on children and adults born very preterm or with very low birth weight over the past 
30 years and to use anonymised data to answer questi ons about very preterm health 
and development that cannot be answered by nati onal studies only. Find out more 
about RECAP preterm at www.recap-preterm.eu.
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Contact

Sincere thanks to all parents and children who joined the SHIPS study. Only because 
of your parti cipati on we have been able to describe the follow-up and health care re-
ceived by children born very preterm and fi ll gaps in the current scienti fi c knowledge. 
Your parti cipati on made data available which is needed to raise awareness and facil-
itate discussion to improve the follow-up situati on for children in Europe and makes 
a diff erence for future families. We also want to thank the SHIPS Parental Advisory 
Board for their suggesti ons and the project members for their collaborati on.

Project Coordinati on: 
Prof Jennifer Zeitlin, Insti tut nati onal de la santé et de la recherche médicale (INSERM)

Learn more

Thank you

If you would like to learn more about SHIPS, all people and insti tuti ons in-
volved and the parents secti on or if you are interested in the results of the 
other SHIPS studies, visit us at www.epiceproject.eu/en. Several scienti fi c 
arti cles, already published in renowned journals, have been summarised 
for you there. And there is more to come.




