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Perinatal & Maternal Mortality Review Committee (PMMRC) – Rapid Reporting Forms for a Perinatal Death
Tēnā koe i ō tātou tini aituā. Ko Hikurangi te maunga, ko Waiapu te awa, ko Harataunga te marae, ko Ngāti Porou te iwi. Nei rā te mihi ki a koe i roto i ngā āhuatanga o te wā. Tēnā rā koutou katoa. 
I am the only Māori member of PMMRC. Although they say committee members are appointed as individuals, I was nominated by Ngā Maia and will, to the best of my ability, ensure  that  (mātauranga) Māori issues, concerns and aspirations are represented in this forum. You can find out more about this committee from their website http://www.newhealth.govt.nz/pmmrc but their main function is to reduce the number of preventable perinatal and maternal deaths.  For this committee, a perinatal death is defined as one which occurs from 20 weeks gestation or a birthweight (400 gms if gestation is unknown to 28 days after birth, it includes early and late neonatal deaths.  A maternal death is one that directly relates to pregnancy or childbirth events.  The purpose of this pānui is to: 
1. outline PMMRC directions and initiatives, particularly the pilot of Rapid Reporting Forms
2. identify key perinatal mortality issues for Māori

3. summarise mātauranga Māori issues/concerns/perspectives on the PMMRC process (that have been raised so far) 

4. create an easy opportunity for you to comment on the response/feedback points I intend to submit on the pilot Rapid Reporting Forms

I am hoping you will take a few minutes to read this (brief as possible) overview and let me know whether you support, or wish to add, to the feedback points I have identified below (to be presented at the next  PMMRC meeting on 20 March 2006 (stephanie@tumana.org.nz, 027 4846 875, ph/fax 07 8668 579). I am also sending you the pilot forms/guidelines in a separate email, if you don’t already have them and hope these will be available to download from my website over the next day or so (www.tumana.org.nz). You could also contact the PMMRC administrator Saman Liyanage (04 496 2288 or saman_liyanage@moh.govt.nz) and ask for them to be sent to you directly. In this way, I am trying to ease the burden of Māori participation in the PMMRC pilot of these forms.  
PMMRC Background – Current Directions & Initiatives 
The full committee has met twice with general discussion about review process issues, briefly: 
· potential sources of data - the need to avoid duplication/integrate existing systems/sources of data eg NZHIS, MNIS, CYMRC, BDM, established DHB/hospital mortality review process  
· consistency/reliability of data input/collection processes/software
· ideal components of the PMMRC data-base – general support for Australian (PSANZ) model
· development/implementation of review structure/process – oversight  by expert group (obstetricians, paediatricians, pathologists/paediatric pathologists); likelihood of local/regional co-ordinators (already established under DHB process); data-entry by LMCs

· how to measure/ensure effectiveness – training/education for co-ordinators/LMCs; evaluation/pilot; development of information pamphlet/brochure  

· general aims – to improve knowledge/understanding about the causes of death including stillbirths, near misses, possible predictors/mediators   

Current priorities are

· to establish a process/system for collecting/reviewing information/data on perinatal deaths
· to pilot Rapid Reporting Forms for reporting a perinatal death during Feb/March 06 -  available at www.tumana.org.nz
Key perinatal mortality issues for Māori
· perinatal death rates are increasing for all ethnic groups, particularly Māori, in 2003 there were 592 perinatal deaths in Aotearoa 
	Perinatal death rate per 1000 births
	2000
	2001
	2002
	2003

	Māori
	10.7
	10.6
	11
	13.5

	Pacific
	12.2
	11.6
	15.3
	14.1

	Asian
	9.1
	8.3
	9.5
	11.7

	European
	10.6
	8.6
	10.4
	11.5


Source: NZHIS Maternal & Newborn Information, 2000-2003
· roughly 70% of perinatal deaths are stillbirths and the rate of stillbirths is increasing for all ethnic groups
	Stillbirths rate per 1000 births
	2000
	2001
	2002
	2003

	Māori
	7.2
	7.8
	6.9
	8.9

	Pacific
	7.4
	8.6
	11.0
	9.1

	Asian
	6.9
	6.6
	6.3
	8.4

	European
	7.3
	6.2
	7.2
	6.7



Source: NZHIS Maternal & Newborn Information, 2000-2003
· the causes of perinatal death are not just biological, socio-cultural, environmental, behavioural and economic factors must also be considered - the need for integrated, multi-variate, life-span models to explain the causative relationships between these variables has been well demonstrated here and abroad (Tew 1986; Tew 1998; Health 2003; Misra 2003; Mantell 2004; Johnson 2005)
· maternal age and socio-economic status are known risk factors for stillbirth in NZ, the rate of stillbirth is much higher among teenagers and older mothers but level of deprivation is the over-riding risk factor across all maternal age-groups - the vast majority of stillbirths occur among whānau who are most deprived (MoH, 2003, 2004, 2006)
	there is also evidence of regional differences in perinatal mortality with  Westcoast, Whanganui, Northland, Tairawhiti, Lakes and Taranaki having the highest rates during 2000-2003 – on top of environmental and socio-cultural factors, such a finding suggests perinatal mortality may also be influenced by the quality of care  


	[image: image1.emf]DHB region 2000 2001 2002 2003

quintennial rate           

(2000-2003)

Northland 12.1 14 8.7 16.2 12.75

Waitemata 8.8 9.6 10 7.9 9.075

Auckland 10.4 8.9 9.2 10.6 9.775

Counties Manukau 12 8.8 10.6 12.1 10.875

Waikato 9.4 7.8 11 10.6 9.7

Lakes 13.3 7.9 14.4 9.4 11.25

Bay of Plenty 6.8 7.3 13.2 7.3 8.65

Tairawhiti 8 11.7 13.5 15.9 12.275

Hawkes Bay 11.9 9.6 9 7.5 9.5

Taranaki 10.6 11.1 13.6 10.5 11.45

Midcentral 10.1 11.4 9.5 8.1 9.775

Whanganui 12.9 12.6 11.8 14 12.825

Capital Coast 10.3 8.7 11.3 8.3 9.65

Hutt Valley 11.9 10 8.3 7.9 9.525

Wairarapa 6.1 16.7 6.3 9.3 9.6

Nelson Marlborough 9.5 7.6 16.6 6.2 9.975

West Coast 8.4 11.5 13.2 22.7 13.95

Canterbury 9.8 6 7.1 11.2 8.525

South Canterbury 10.5 7 18.3 6.7 10.625

Otago 8.9 9.5 7.4 15.5 10.325

Southland 10 9.7 12 5.9 9.4

total 10.2 9 10.4 10.2 9.95


Table 1:  Perinatal Mortality Rates by DHB 2000-2003

Source:  Maternal & Newborn Information 2002, 2003, 2006


· there is limited information on the physiological causes of perinatal death (MoH definition)
in 2003, roughly 80% of neonatal deaths were due “disorders relating to short gestation and low birthweight not elsewhere classified” and data on the causes of fetal deaths or stillbirths is not yet available (MoH, 2005)

in 2001, 72% of all perinatal deaths were due to conditions originating in the perinatal period and 22% were due to congenital abnormalities (MoH, 2005)

of the 387 stillbirths which occurred in 2001, 54% were unexplained or “due to unspecified conditions originating in the perinatal period”  (MoH, 2005) 

· between 1980-1999, the NZ late fetal death rate fell by 49% (Craig et al 2004)
this is largely explained by a 79% decrease in intrapartum deaths and 70% decrease in deaths from congenital anomalies, there has been no decrease whatsoever in  the number of deaths from unspecified conditions 
the substantial decrease in intrapartum deaths is attributable to increased intervention and improvements in intrapartum care
the decrease in deaths from congenital anomalies probably reflects increased uptake of prenatal diagnosis and selective termination of pregnancy

· perinatal specialists have turned their attention to the need for post-mortems to explain the unspecified deaths, which are seen to be a category of “uninvestigated” rather than unexplained  deaths (Craig et al 2004) 
in 1999 less than 40% of the deaths in this category underwent post-mortem

there is a marked socio-economic gradient in the unspecified deaths which may be due to lower rates of post-mortem among women from more deprived areas 

Mātauranga Māori perspectives (on PMMRC processes/objectives), raised thus far
· the aim of this group, to reduce preventable perinatal and maternal mortality, is commended
· the quest for knowledge is a basic human function but the manner in which knowledge is pursued within the medico-scientific model, especially reproductive sciences, is troubling for many reasons

the increasing use of highly invasive bio-technologies and techniques that impact and impinge upon whakapapa, the cultural beliefs, lineage and ancestry of Māori -  eg xeno-transplantation, various fertility techniques, tissue typing, pre-implantation genetic diagnosis and other  forms of genetic screening/testing/modification, the storage/banking of human genes and tissues, the development and use of human embryos, stem cells, immortalised cell lines

the inadequacy of informed consent, consultation and approval processes 

the lack of effective monitoring, audit, recording, tracking, reporting and data collection systems  
the sheer disregard for Māori cultural concerns – mauri, tapu, he kauwae runga, whakapapa, whakawhanaungatanga, kaitiakitanga, mana, tangata, tikanga, te whare tangata, collectivity 
the progressive colonisation, dismantling and undermining of ngā tāonga tuku and Māori cultural values, the globalisation of human experience and identity, the emphasis on individual, rather than collective, wellbeing    
the pursuit of knowledge simply because know-how is valued above know-why or the need to understand why knowledge is needed or relevant within the context of implications for culture, human relationships and values

· there are concerns about the normalisation of a globalised medical-model approach to life that is underpinned by individual needs, avoidance of death at all costs and the medicalisation of core cultural experiences essential to the formation of cultural identity
the tikanga around birth and death should be driven by whānau values and beliefs, the transmission of knowledge from one generation to another, birth-rites and death-rites must be nutured and protected, they are ngā tāonga tuku iho 
we value the few midwives, ngā tāpuhi and tōhunga, who have the courage and strength to keep working with whānau in the home and community, to encourage and support indigenous birth and death rites
human beings are not immortal; death provides opportunities for regeneration, renewal and growth;   grief, death and the loss of a loved one are human experiences which provide important lessons about life, emotions, relationships and values 
engagement with the medical model is a choice, this choice should not be undermined, whānau must have the skills and knowledge to make an informed choice, whānau have the right to say no to the medicalisation of birth and death experiences
· Māori are the kaitiaki of ngā tāonga tuku iho, within the health arena and PMMRC process there must be mechanisms that allow Māori to retain ownership, authority, control and guardianship over the collection, use and development of Māori health resources including genes, tissue and data 

· within NZ and the world, various projects and studies are already gathering information about the causes perinatal mortality, duplication and unnecessary workloads must be avoided where ever possible    

· likely outcomes of the Rapid Reporting Forms for a perinatal death will be 

accurate information about the biological/physiological causes of perinatal death, specifically the “unexplained” fetal deaths

expansion of the perinatal data-set and opportunities to explore relationships between possible predictors, including social, biological and environmental factors, eg maternal education, ethnicity, obstetric history, fertility history, place of delivery, antenatal procedures, medical history, obstetric conditions, use of medications, quality of care  

increased pressure for/enforcement of post-mortem procedures (to explore/classify the “uninvestigated” deaths and re-distribute the deaths in this category to other causes)

increased retention/storage of tissue samples and genetic material (likely to be kept for further unspecified study)

increased workload, burden and responsibility for LMCs to collect the data and be the mediator of this process, between authorities and whānau (possibly tied to contract obligations)   

improvements in perinatal care through increased medicalisation, eg the development of screening/preventative/treatment techniques to reduce the number of perinatal deaths from previously unexplained causes 

further dismantling of whānau values, tikanga, birth and death rites particularly the right to deal with miscarriage and/or the loss of a pregnancy without interference from the medical model  
Rapid Reporting Forms for a perinatal death – response/feedback points 
· a pilot of the Rapid Reporting Forms for a perinatal death is currently underway (forms and guidelines attached in separate email and hopefully available at www.tumana.org.nz), the committee are wanting feedback on the following issues

how long it takes to complete the form

whether the questions were clear

whether the information was easy to access

whether additional information is needed

whether the guidelines were easy to understand

other comments

· Under “additional information/other comments” I have gathered the following points and intend to present them at the next PMMRC meeting on 20 March 06 – please contact me if you have any additional comment, support, concerns.  
an opt-out opportunity is needed for whānau who do not wish to take part in the PMMRC process

the additional workload and burden is considerable, commensurate remuneration is needed for LMCs 

pamphlets/information sheets and support processes are needed for whānau to explain (a) PMMRC objectives/process,  (b)  mātauranga Māori perspectives/positions  and (c) post-mortem techniques and procedures, including the benefits/risks for Māori, the sampling/storage of tissue, retaining the placenta, procedures for return/disposal of tissue samples; possible enforcement scenarios
the establishment of a kaitiaki process is needed to ensure Māori involvement and in protection, monitoring, access, analysis, use issues

the data-set needs to be broadened to enable analysis of socio-cultural factors that are of interest to Māori eg cultural identity, indicators of Māori wellbeing, level of deprivation 

the data-set collects information which is already available through other sources, eg  NZHIS, MNIS records -  duplication should be avoided, the integration of information from a range of data-sets is important/needed 

question 18 is unrealistic, a global question about substance use would highlight whether further information is needed
why is it necessary to respond to every/each data-point, eg mother form questions 16, 21, 30 -  surely yes/no/don’t know ticks of relevant points will suffice

number of scans during pregnancy, not whether they had one before 20 weeks, is the more relevant question

the mode of birth questions, maternal form 24, are insufficient to explore whether obstetric intervention is a cause of perinatal mortality, a more comprehensive data-set is needed to collect information about induction, monitoring, pain-relief, treatment delivery of the placenta techniques. For many midwives and birthing whānau, a  “normal” vaginal delivery would not involve any obstetric interventions. Some of this information can be transferred from other data sets, eg MNIS, some aspects would need to be specifically collected.    
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