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Background 
Perinatal deaths comprise stillbirths (fetal deaths) and deaths of infants within the first 28 days of life (neonatal deaths).  Fetal deaths are registered only as a birth, while neonatal deaths are registered first as a birth and then a death.  

Perinatal deaths are registered by the Registry of Births, Deaths and Marriages (RBDM) in each State and Territory.  This information is forwarded to the ABS for checking and coding.

The collection is based on the year of registration of the death rather than the date of death.  Delays in registering a death and subsequent provision of the data to the ABS mean that not all deaths are registered in the year that they occur.  Approximately 10-13% of perinatal deaths occurring in one year are not registered until the following year or later.  In particular, deaths that are referred to a coroner can take many months or years to finalise, and these are not registered until the coronial inquiry is complete.  In 2007, approximately 5% of deaths were reported to a coroner.  

Tips for using Perinatal Deaths data in linkage studies
· The ABS Perinatal Deaths dataset is based on year of registration of the perinatal death, not the year of the perinatal death.
· Perinatal death records that are available for linkage include perinatal deaths occurring in NSW and do not include perinatal deaths among infants who die interstate.
· If researchers wish to link information from the ABS perinatal mortality dataset, access to both RBDM birth and death registration data and the ABS perinatal mortality dataset should be included in any project proposal/ ethics application.
· ABS Perinatal Death data are currently available for linkage studies from 1994 to 2005.


Access to information on Aboriginal and Torres Strait Islander peoples
An application to the Aboriginal Health and Medical Research Council (AH&MRC) ethics committee should be made for research projects for which one or more of the following apply:

· The experience of Aboriginal people is an explicit focus of all or part of the research
· Data collection is explicitly directed at Aboriginal peoples
· Aboriginal peoples, as a group, are to be examined in the results
· The information has an impact on one or more Aboriginal communities
· Aboriginal health funds are a source of funding

Research that is not specifically directed at Aboriginal people or communities, such as for the total population or a sub-population (e.g. rural NSW, people over 50 years old) can still potentially impact on Aboriginal people. 

However, an application for such research need only be made to the Committee if any one of the following applies:

· Any of the five factors listed above are present; or
· Aboriginal people are known, or are likely, to be significantly over-represented in the group being studied (e.g. compared to the 2.1% of the total NSW population as shown in the 2006 Census); or
· The Aboriginal experience of the medical condition being studied is known, or is likely, to be different from the overall population; or
· There are Aboriginal people who use the services being studied in distinctive ways, or who have distinctive barriers that limit their access to the services; or  
· It is proposed to separately identify data relating to Aboriginal people in the results.
The AH&MRC ethics committee have some specific requirements, including evidence of community engagement in the research. Relevant documents can be found on the AH&MRC website at: http://www.ahmrc.org.au.  If you are unsure whether an application to the AH&MRC Ethics Committee is required, please seek the advice of the Ethics Committee secretariat (T: 02 9212 4777).


Data custodian
The Registrar of Births, Deaths and Marriages is the data custodian of the perinatal deaths data collection.  Queries regarding variables in this dataset should be directed to:
Dr Lee Taylor
Manager, Surveillance Methods
Centre for Epidemiology and Research
NSW Department of Health
Locked Bag 961
NORTH SYDNEY NSW 2059
Phone: 02 9391 9223
Fax: 02 9391 9232
E-mail: ltayl@doh.health.nsw.gov.au
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Perinatal Deaths – Variable information

	[bookmark: _Hlk274311485]Variable
	Description/Notes
	Codes

	Birth Type
	This field is generated directly using the heartbeat cessation code where: BIRTH TYPE is equal to 1 (live birth) if HEART equals 4; BIRTH TYPE is equal to 2 (stillborn) if HEART equal 1, 2 or 3; and BIRTH TYPE is set to missing if HEART equals 9.
	1 = Live birth
2 = Stillbirth
**OTHER** = Invalid data

	Age at death
	Includes whole and fractional years
	

	Age at death in days
	This field is the same as AGE AT DEATH except that it is calculated in days
	

	Age at death in minutes
	This field is the same as AGE AT DEATH except that it is calculated in minutes
	

	Sex
	
	1 = Male
2 = Female
3 = Indeterminate
4 = Transgender
9 = Unknown


	Indigenous status
	NOTE: The data on Aboriginality which are supplied on death certificates are of doubtful quality.  See notes above regarding access to this variable.
	1 = Aboriginal or Torres Strait Islander
2 = Non-ATSI or not stated

	Birthweight
	Weight at birth in grams
	

	Period of gestation
	Gestation in completed weeks
	

	Cessation of heartbeat
	This field captures whether the cessation of heartbeat occurred before or after labour and/or delivery.
	1 = Before labour commenced
2 = During labour but before delivery
3 = Before delivery, labour unknown
4 = After delivery
9 = Not known if before or after delivery


	Breathing
	Did the child breathe after complete expulsion or extraction from the mother?
	0 = No
1 = Yes
9 = Not stated


	Date of death
	For fetal deaths, birth date equals death date
	

	Date of birth
	For fetal deaths, birth date equals death date
	

	Plurality of birth
	Indicates whether a single, double or multiple birth and the birth order (if twins).
	0 = Singleton
28 = Elder twin
29 = Younger twin
88 = Other multiple birth


	Time dead in utero (days)
	
	

	Cause of death in fetus/infant 
	 Coded using ICD-9 up to 1998 and using ICD-10 for 1999 and subsequently
	

	Condition of the mother
	Coded using ICD-9 up to 1998 and using ICD-10 for 1999 and subsequently 
	

	Underlying cause of death
	Coded using ICD-9 up to 1998 and using ICD-10 for 1999 and subsequently
	

	Mothers age
	Age of mother in years
	

	Delivery
	Indicates type of delivery
	1 = Normal spontaneous vertex
2 = Other
9 = Not stated


	Antenatal care
	Indicates whether antenatal care was given
	1 = Yes
2 = No
9 = Not stated


	Attendant at birth
	Birth attendant profession
	1 = Specialist/Resident Obstetrician
2 = Other medical practitioner
3 = Trained midwife/maternity nurse
4 = Other trained person
5 = Other person/No one
9 = Not stated/Unknown


	Country or state of birth
	Birthplace of child
	The Australian Standard Classification of Countries for Social Statistics (1269.0) is used.  

	Outcome of last pregnancy
	
	0 = No previous pregnancy
1 = Live birth
2 = Stillbirth
3 = Abortion
9 = Not stated/Unknown


	Number of previous pregnancies
	Number of pregnancies resulting in abortion to mother of deceased.
	

	Number of previous issue stillborn
	Number of pregnancies resulting in stillborn children to mother of deceased.
	

	Number of previous issue live born
	Number of pregnancies resulting in live born children to mother of deceased.
	

	Post mortem
	Indicates whether a post mortem was carried out.
	1 = Cause of death confirmed by autopsy
2 = Autopsy – no further info
3 = Autopsy not held
9 = Unknown


	SLA of residence
	This is the last 4 digits of the ASGC 9 digit standard geographical code, and is available only for deaths registered in 1988 or later.
	Codes are according to the Australian Standard Geographical Classification (ASGC) issued by the Australian Bureau of Statistics http://www.abs.gov.au/ausstats/abs@.nsf/mf/1216.0

	State of usual residence
	
	0 = Australia
1 = NSW
2 = Vic
3 = Qld
4 = SA
5 = WA
6 = Tas
7 = NT
8 = ACT
9 = Other/Territories


	Month of registration
	Month in which the death was registered
	

	Year of registration
	Year in which the death was registered
	

	State of registration
	State or Territory in which the death was registered. Note that the State or territory of registration may be different from the State or Territory of residence.  
	





