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Outline of talk

e About the Swedish Neonatal Quality Register
* Contributions to quality improvement/research
* Nordic collaborative register study
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Swedish Neonatal
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Population registers — kept by authorities
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_ _ Started with an agreement
National Quality between the government and

registers SALAR to build National Q-registers
(>20 yrs ago).




Driven by the profession (not the
authorities) Aim: to add valuable

knowledge and improve the health
care system.

National Quality
registers

Today: about 130 registers.




National Quality
registers

Financed by taxes and

department/hospital fees.

Each register created around a
specific diagnosis (Cancer, Stroke)

or treatment (Transplant), or
category of care (SNQ, SIR).




Swedish Neonatal Quality Register

Vision
Each family/baby should receive the neonatal care they need, when

they need it (and where they want it), with excellent family experience
and with highest quality of care.

Mission
to provide decision-makers, profession and public with data and

knowledge that stimulate improvements in neonatal care, research and
development.



Greater regions in SNQ and neonatal units
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IT-service/platform:
' MedSciNet/CSAM Health

Daily web-based reporting

Online-supports:
info@sng.se (Lena 25%)
dataservice@sng.se (Stellan 25%)

Contents
- 200,000 babies (850 regist. users)

- >600 process- and outcome
indicators (neonatal care, transport)

- Follow-up at 2 and 5"z years
- Parental questionnaire (PREM)

- Nursing care (pain, skin-skin care,
skin damage, nutrition/breastfeeding)

- NEC-surgery
- Capacity (Q to units every 3 years)



Collaborations

Swedish Pregnancy Register

- one cohesive chain of care: pregnancy — delivery — neonatal care — follow-up

- same IT-supplier (MedSciNet AB), a common database

Parents Organization (http:/prematurforbundet.se/)

Authorities and stakeholders
- SALAR (’Neonatalvarden i fokus”)
- National Board of Health and Welfare
- Public Health Agency of Sweden
- Medical Products Agency
- The Swedish National Council on Medical Ethics (SMER)
- Swedish Research Council (Register Utiliser Tool)
- Media

International
- The International Network for Evaluation of Outcomes (iNeo)
in neonates; http://www.ineonetwork.org/)
- Nordic collaboration

Neonatalvarden
i fokus
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Statistik fran registret

Antal médrar: 172447
Antal barn: 198482
Antal vardtillfallen: 259606

Aktuellt

2019 20202021 2022
Arkiv:

2022-11-21

SNQ-dagarna 16-17 mars 2023 - anmadlan
nu éppen.

Vi ser framemot att ses "pa riktigt" pa
Radison Blu Arlandia hotell. Ingen avgift och
dvernattning ingar. Programmet innefattar
gastforelasningar av Sarah Bates fran British
Association of Perinatal Medicine (BAPM) och
Bo Jakobsson, Sahlgrenska akademin och
nyheter fran registret. Motesteman &r
“Anvandning av registerdata i forskning och
for verksamhetsuppféljning”, Fortidsbord”
och "Neonatal uppféljning”. En jamférelse av
neonatalvarden av tidigt fédda barn i 21



Q4. Did you get sufficient information?

Proportions of parents ratings your hospital as *****
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Indicators in SNQ besides parental experience measures:

capacity, processes, and outcome

Hospital/region/nation

Capacity (structure) Process Outcome
In relation to number * Timely » Safety
of births: e Evidence-based * Complications
* Availability » Effective * Long-term health
* Bed-density * Equity e Family-centered
* Equipment care
» Staffing
Outcome (mortality,
Evaluation of Adherence to Best mLcIeri dit ( heq Ithl Y
fitness for service Practice, KPI’s Y ’

PREM)
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Contributions to quality
Improvement & research



The double task

1. Take care of sick & preterm babies
2. Quality improvement

Sorry, no time,
have to work!




Missions for SNQ

2. Increase the experience of
usefulness/value of measuring quality

3. Provide evidence for effects on care



Clinical science

New modifications of Swedish ROP guidelines based
on 10-year data from the SWEDROP register

Gerd Holmstrém @ ,' Ann Hellstrdm,” Lotta Granse,” Marie Saric,” Birgitta Sunnqvist,
Agneta Wallin,® Kristina Tornquist,” Eva Larsson @ '

5

Conclusion Modification of Swedish guidelines is
proposed, including only infants with a GA of <30 weeks

infants from stressful examinations and reduce eye
examinations with at least 20%.




Data-driven audit of adverse outcomes

Severe Visual Disability Among Preterm Children
Norman M et al, JAMA Network Open 2019

- Severe visual impairment...potentially avoidable in 11/17 (65%) children ...untimely or
no screening, missed diagnosis, untimely and suboptimal treatment. Large variations in
infrastructure (facilities, guidelines, staffing, and annual patient numbers) were also
identified as potential contributors to these findings.

Extreme Neonatal Hyperbilirubinemia and Kernicterus
Adherence to National Guidelines for Screening, Diagnosis, and

Treatment in Sweden.
Alkén J et al, JAMA Network Open 2019
-> Brain injury potentially avoidable in 11/13 (85%) children...untimely/lack of predischarge

bilirubin screening, misinterpretation of bilirubin values, untimely/delayed/ no treatment
with exchange transfusion.

- 6 of 13 affected families had applied for financial compensation from the Swedish
Patient Insurance.



JAMA | Original Investigation

lAssociation of Maternal SARS-CoV-2 Infection in Pregnancy
With Neonatal Outcomes

Babies born to mothers with Covid-19 have a low risk of
Infection, new research shows

The separation of newborns from mothers who have tested
positive for Covid-19 is unnecessary in most cases.

tilkael Norman The Conver<ation - | 12 2021 - 11-20
Mikael Norman, The Conversation - 3,20271-11:30 pm




Building new knowledge about
rare exposures & rare outcomes

Figure. Association of Maternal Diabetes and Adverse Neonatal Outcomes

After Very Preterm Birth
Propensity Favors Infants  Favors Infants
Score-Matched of Mothers of Mothers
Odds Ratios Without - With

Adverse outcome (95% ClI) Diabetes ' Diabetes

NEC 1.10(0.84-1.43) ——

BPD 0.94 (0.83-1.06) 3

ROP treatment 1.01(0.81-1.26) ——

Treated PDA 1.01(0.91-1.13) -

IVH grade 3-4 or cPVL 0.91(0.75-1.12) —|—

RDS 1.05(0.95-1.17) -

In-hospital mortality or 0.94 (0.85-1.04) 5

severe neonatal morbidity

In-hospital mortality 1.08 (0.88-1.32) ——

I I | 1 I | 1
0.5 1.0 2.0

RR (95% Cl)

Persson M et al, JAMA Pediatrics 2018



Nordic collaborative study on preterm birth

= Data from one year: 2021: approx. 300,000 livebirths
— Danish Newborn Quality Database
- Norwegian Neonatal Network
— Childrens hospital, Iceland
- Swedish Neonatal Quality Register
—> Finnish Medical Birth Register

= 21 greater regions

= Stillbirths not included (no data)



Greater regions

Iceland

Denmark
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Thank you for your attention




