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REFERENCE DATASETS

BAPM British Assaciation of Perinatal Medicine

BNDS Birth Notification Data Set

car WM Congenital Anomalies Register

cos Commissioning Data Set

CEMACH  Confidential Enquiry into Maternal and Child Health
cHDs Commissioning Minimum Data Set

eusT Clinical Negligence Scheme for Trusts

EuraNeohiet
Hospital Episode Statistics

Maternity Professional Advisory Group - West Midlands
Neonatal Professional Advisory Group - West Midlands
National Screening Committee

Office for Hational Statistics

Royal College of Obstetricians and Gynaecologists
Royal College of Paediatrics and Child Heaith

Surestart
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Benefits of aregional record

Centra server and data management
Specidised team incl. programmers
Standardised dataset

Standardised data security

High ascertainment

Central analysis of data
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Meonatal Unit Monthly Suimmary: Movermber 2001
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REFERENCE DATASETS

ANSAG Antenatal Screening Advisory Group
(—’{_ BAPM British Association of Perinatal Medicine
BNDS Birth Netification Data Set
CAR WM Congenital Anomalies Register
cos Commissioning Data Set
: - CEMACH  Confidential Enquiry into Maternal and Child Health
nsnrue
DOH Department of Health
. ENN EuroNeoNet
GROW Gestation Related Optimal Weight
HES Hospital Episode Statistics
Hot Health Qutcome Indicators - Normal Pregnancy and Childbirth
M t H t C D t I d M-PAG Maternity Professional Advisory Group - West Midlands
aternity Lore vata Index WPAG  Hoonotal Pofessonal Adiso Graup - est Midlands
NICE National Institute for Clinical Excellence
nsc Natianal Screening Committee
ONS Office for National Statistics
RCOG Royal College of Obstetricians and Gynaecologists
RCPCH Royal College of Paediatrics and Child Health
Cata Item, Basis, Explanation and Values e Royal College of Radiologists
RUG Regional Ultrasound Group
sS SureStart
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Consent Protocol for
Secondary Use of Perinatal Data

June 2004

The protocol is built around the Pregnancy Motes, which are in standard use in
the West Midlands. *

1. all mothers should be informed at booking that information is collected for
secondary use, with reasons given. Explanatory text is as provided on
page 2 of the Pregnancy Notes:

The datails which are included are ralevant to the care of pou and your beby.
Some of this information is shared with other staff within the WHS, to maintain
Safaty and bigh quality standards of care. Somme details will atsc be sssessad
For audits and stabistical veports.  However pour name and addvess will be
remaved before anpone olher than your personal carers see any of the
information. [ pou would hhe to know more, or hewe any concems sbout
information baing held sbout you or your baby, plesse contact the Perimatsl
Institute {see details on bottom of page 22)

2. Details should be given about where further infarmation can be obtained,
including local contacts and details of the Perinatal Institute, as detailed on
the back page of the Pregnancy Notes.

w

. At boaoking, the midwife or other caregiver should sign in the notes that
infarmation concerning data collection / purpose of use etc has been
explained,

. Where the mother does not understand English sufficiently, an interpreter
should be made available to provide the same information,

IS

. &ll staff entering data onto MAMMERS will be asked by the programme to
confirm that the relevant section on page 2 of the Motes is ticked and
signed by the care provider,

«

. If the expectant mother decides, at booking or at any time during her
pregnancy, that she does not want any details about her or her baby to be
used for secandary analysis, this information should be recarded in her
Motes and the MAMNERS support team should be natified, by the mother
directly: Phone 0121 687 3434 or Email: manners@perinate org

LS

The unique identifier (MHS Numnber) will be used to ensure that the
mother’s or her baby’s data is blocked from extraction for secondary

analysis,

=

* The unit which is still using its own Motes will be asked to make similar provisions.




N SF — Standard 11

Routine Data Collection and Analysis
The Government recognises that data from NHS matemity care providers is
important as it provides a measure, not only of the health of pregnant
women, but also of their babies. Data on the mother's health plays an
important part in the child's health record, so maternal and child health
should be linked. Such information, on processes and outcomes, also informs
continuous improvement in local maternity services to best address local needs.

Primary Care Trusts and NHS Trusts ensure that maternity data is collected
and made available in accordance with recognised best practice, and agreed
national datasets once published.

education and skills @m' oclth

Children’s & Maternity Services
Information Strategy
Supporting the Children’s, Young People

and Maternity Services National Service
Framework

Part of the agenda for “Every child marters:
Change for children”
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e performed locally ar thraugh the services of national arganisations astablished
for this purpose such as the Mational Anahdical Service. See Mational Action 2.3,

There are many stakeholders for secondary purpeses information and the National
F‘rngr-&mrrt dar IT IMNPAT) will need to ensure, 1hr¢ug|— ' .'nrklng with the appropnate
partnera, that th ¢ hardware, soflware an are n place 1o

organisations to extract the data they reqguine.

Cne example that it may be useful for the NPAT and the LSP o refer to as part of
the implementation of this action s that of the MANNERS (Maternal and MNecnatal
Eleclranic Rm:nrdl-.g System | progect of the Pennatal Instifute, The MANNERS
software uses a core dataset based largely on data that has already bean defirned.
Fine-tuning is done through an iterative process of multidisciplinary consultation
a&nd ﬁtld-!l:lu‘lg ir makemal and aeonatal unils, The Pednatal Institute's |T unid
programs the softears and updates and amends the data fislds as requirsd, As the
software runs on the Instiiule's central server, all urits use the most up ta date
version. The project is paid for by the West Midlands Specialist Services Agency,
which recognises the need for data far events | outcomes as well as for
nominators. i.e. all pregnancies and all babies/childrem.




& full list cof tha current functionality of MARNKNERS 1o date i listed Balaw

MATERMITY

* Customised Grawih Charts + AT Congenital Anormaly

» Caleulstad EDD By $can Hatificatian

= Matarnal label with MHE Ne. barcode » Calculated length of 124, 2nd & 3
= AN Seresning Repart stage af labour

» Caleulated tirne of ROM to birth + Calevilated birth cantile minutes
* Calculated gestation at delivery + Maternal transfer summary

» LW ausrimary + Baby transfer surmmary

» Birth Coengenital Ansmaly Metification + Meonatal latal with MHES MNe.

+ Delreery report & graphs parcode

= BMI + Admisslons report & graphs

» Caleulated gestahan at sach AN scan

MEOMNATAL

» Caleulated Apgars @ 1,55 10 + Dlschargs report & graphs
rrifLles + Dischargs notification

+ Dizath notification + Meonatal surmary

* Meonatal Songenital Anomaly + Adrisslen report & graghs
Matifleatian

Maternal and Neo-Natal Electronic

Recording System (MANNERS)

patient based
multi-user access, secure, web-based system

agreed core datasets
facilitating local reports and regional anaysis

www.perinatal .nhs.uk/manners




MANNERS

NHSnet

NHS number as unique identifier
Confidentiality & Consent policies in place
Password protected

User access levels

Supports HL7 messaging

Dataset agreed by WM users

Support, teaching & helpdesk function




