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Abstract

Background Stillbirth, among the most distressing experiences an

adult may face, is also a time when parents must decide whether an

autopsy or other post-mortem examinations will be performed on

their infant. Autopsies can reveal information that might help

explain stillbirth, yet little is known about how people make this

difficult decision.

Objectives This study examines the influences on decisions about

autopsy after stillbirth among Australian parents.

Design The study involved secondary analysis of transcripts of

three focus groups using qualitative content analysis.

Participants and setting Seventeen parents of 14 stillborn babies

participated in consultations around the revision of a perinatal

mortality audit guideline.

Results Parents shared the decision making. Four decision drivers

were identified: parents� preparedness or readiness to make decisions;

parental responsibility; concern for possible consequences of an

autopsy and the role of health professionals. Each decision driver

involved reasons both for and against autopsy. Two decision

aftermath were also present: some parents who agreed to an autopsy

were dissatisfied with the way the autopsy results were given to them

and some parents who did not have an autopsy for their infant

expressed some form of regret or uncertainty about the choice they

made.

Conclusions To make decisions about autopsy after stillbirth,

parents need factual information about autopsy procedures, recog-

nition that there might be fear of blame, an environment of trust,

and health services and professionals prepared and skilled for

difficult conversations.
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Introduction

Stillbirth is among the most distressing experi-

ences an adult may face.1–4 It is also reasonably

common. In high-income countries, stillbirths

occur 10 times more frequently than sudden

infant deaths1,5,6 and account for the majority of

deaths around childbirth. Stillbirth is also a time

when parents are faced with a most difficult

decision: should an autopsy or other post-

mortem examinations be performed on their

infant? Infants who die before birth have dif-

ferent legal status to liveborn babies and the

onus for decisions about autopsy for stillborn

infants lies with their parents alone.7

Knowing the cause of a stillbirth is important

to parents.8,9 and an autopsy offers the best

chance to explain why a death occurred.10,11

However some stillbirths remain unexplained

even after autopsy, though these may be reduced

to less than one in seven.10,12 Autopsies can

provide information that helps with planning

and managing future pregnancies,13 can change

diagnoses,14 and may help with grief15 or reas-

sure parents that they were not to blame.16

However, perinatal autopsy has a fraught

recent history. Practices in England exposed in

the enquiry into child cardiac surgery in Bristol

Royal Infirmary, particularly organ retention

without explicit consent, are attributed to falls in

perinatal post-mortem rates in several studies.17–

19 However, similar declines were seen in the

previous decade20 and are attributed to clini-

cians not routinely offering post-mortem exam-

inations to parents.21 It can be difficult for

health professionals to raise the issue of autopsy

after parents experience stillbirth22 and to find

the right way to give appropriate information

sensitively.21–23 A recent survey of lead mater-

nity care providers in public hospitals in Aus-

tralia and New Zealand found that while the

vast majority supported the need to offer all

parents high quality autopsy after stillbirth,

most felt inadequately skilled to counsel parents

about the option of the procedure.24

Autopsy rates for stillbirth vary considerably

across jurisdictions for other reasons. Different

definitions for stillbirth apply internationally

making comparison difficult.5 However, even

within the same country, such as in Australia,

there can be considerable variability. For

example, approximately 50% of stillbirths

undergo post-mortem examination in South

Australia in 200925 compared with 30% in

Queensland in the same year26 and 68.5% in

Western Australia for 2005–2007.27

There are also considerable variations in

practice standards for perinatal post-mortem;

clinical guidelines for perinatal mortality have

been introduced in several countries to improve

quality of post-mortem care and in the conduct

of autopsies.24,28,29 Parents are usually expected

to make their decision about an autopsy within

24–48 h of delivery or knowledge of a stillbirth,

and autopsies are typically performed within 24–

48 h after permission is given. Generally, results

are given to the medical practitioner providing

care to the woman; however, there are no

mandated standards. In Australia, pathology

reports should be available within 6 weeks,30 but

staff shortages in some hospitals means that

delays of up to 6 months may occur.26

Interventions to support people facing other

difficult health choices are available but none

address the issue of autopsy after stillbirth.31

The structured approach of purpose-designed

decision support tool offers benefits to both

parents and health professionals and is likely to

be useful. However, before a decision support

intervention (DESI) can be developed for par-

ents who experience stillbirth, we need to better

understand the process of deliberation involved

for parents deciding about autopsy after still-

birth. This is one of the two core components

proposed as necessary for the development of a

DESI.32

Relatively little is known about parents� per-
spectives of autopsy after stillbirth, including

their reasons for consenting to or refusing an

autopsy. Much of what we do know is inferred

from small studies of parents with a broad range

of loss, including termination, miscarriage and

neonatal death.9,18,33–35 Motives for autopsy

identified in these studies may not always be

relevant for stillbirth. For example, consent for

autopsy examinations changes according to how
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long a baby survives after birth, falling in the

first week then rising after 3 months of age,18 or,

if parents who have terminated a pregnancy are

included by their need to confirm prenatal

diagnostic tests.35

There are ethical and practical difficulties that

limit studies in this area. Parents who have

experienced stillbirth are a highly vulnerable

group that can be difficult to reach. Secondary

analyses are one way to make the most of data

already available.33,34

This article uses previously collected data

from focus groups with bereaved parents to gain

greater understanding of parents� deliberations
about autopsy after stillbirth.

Method

This was a secondary analysis of focus group

transcripts to generate information on par-

ents� decisions about autopsy and associated

issues.36–39

The transcripts were produced from recorded

sessions undertaken as part of the consultation

process in the revision of the perinatal mortality

guideline developed by the Perinatal Society of

Australia and New Zealand (PSANZ),40 which

aimed to gain insights into parents� experiences
of communication around post-mortem investi-

gations, particularly autopsy, to improve exist-

ing information for parents. The transcripts

were de-identified by the use of pseudonyms.

Initial data collection

Three focus group sessions were organized by

the state-based consumer support group and

charity, Stillbirth and Neonatal Death Support

in Brisbane (SANDS, Qld)41 and a national

parent-based and research fundraising charity,

Stillbirth Foundation Australia42 in Sydney.

These groups were active participants in the

development of a perinatal mortality guideline

for Australia and New Zealand.

Participants responded to invitations sent

through newsletters and email networks. Sev-

enteen parents of 14 stillborn babies (14 women

and three men) took part. All men attended with

their partner. At least two authors facilitated

each session; one had oversight of the PSANZ

guideline development and attended all three

focus groups (VF), and at least one consumer

group member was also present (LC and EM).

Each focus group had four to seven participants.

They were asked about their experience of still-

birth and the information given to them about

the option of autopsy. The sessions, which were

held in the usual meeting places of the consumer

groups, were conducted in a similar manner to

support group meetings; participants told their

stories and answered questions from others in

the group. The sessions took place in two Aus-

tralian state capital cities, Brisbane and Sydney,

in February 2007. In anticipation of the poten-

tial use of the data, written consent was given by

all participants for the sessions to be audio-

taped, transcribed and published.

Ethics approval

Ethics approval for this study was given by La

Trobe University Human Ethics Committee.

Data analysis

Transcript data were imported into the NVIVOIVO

computer-assisted data analysis program.43 The

analysis was concerned with the issues that the

parents raised relating to decisions about

autopsy. We used qualitative content analysis

to answer the practical question of what influ-

enced decisions36,37 using a summative

approach to identify meanings within the con-

tent.38 Two authors (DH and VF) indepen-

dently created subcategories, which were

compared to the original coded meaning units

or sets of words with same sense or meaning.36

The analysis initially focussed on specific

manifest content, that is, we looked for par-

ticular content in the data relating to: influences

on parents� decisions and the impacts of deci-

sions. Identified meaning units were condensed

into over-arching themes that described the

influences on parents� decisions about autopsy.

This stage of the analysis was performed by one

author (DH) who initially discussed and revised
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these findings with a second author (VF),

before further consultation with all authors. In

particular, the findings were confirmed with the

consumer authors (LC and EML), who have

spoken about this topic with a wide range of

consumers personally affected by stillbirth. The

consumer authors also advised on the language

to be used. Quotations that typified the identi-

fied themes were selected from each transcript

before a final selection was made.

Results

Participants

Demographic information was limited to

information revealed by participants in the

transcripts. There was no information about the

ages of parents and limited information about

employment. All babies were born within the

previous 7 years, although precise details were

not available for five babies. At least four babies

were born in the 18 months prior to the focus

groups, and five were born 2–7 years earlier.

Seven babies were premature, ranging from 27

to 36 weeks gestation, and at least three were

term (37–42 weeks) but there was no informa-

tion on the gestational age of the remaining four

babies in the transcripts. Autopsies were

performed on eight of the 14 babies with the

cause of death established in only one case

(neonatal haemochromatosis). The cause of

death was known for two of the six babies who

did not have an autopsy; one died as a result of

placental abruption and the other because of

foetal maternal haemorrhage. The cause of

death remained unknown for the remaining 11

babies.

Sharing the decision

Parents talked of �we� and �our� in relation to

their decisions around an autopsy indicative of

joint decision making. In some cases, one part-

ner took the primary responsibility but there

consensus was evident:

Georgina: my husband was with me every single

minute and he took in all that information, not me.

He listened. You need a really strong person with

you when those questions are asked about autopsy

and he processed it for me. And then we went away

and we talked about it. Should we, would we, the

benefits in my time when I could speak about it. It

wasn�t just in my face I had to make the decision it

was mostly him actually. [Autopsy, 27 weeks]

One couple with different inclinations to

autopsy decided against it, but did send the

placenta for further post-mortem examination

Rhonda: I�m from a medical background, so I

didn�t mind the idea of an autopsy but [John]

didn�t want it and I respected that. [No autopsy,

32 weeks]

Decision drivers

Four major influences or decision drivers were

identified in parents� considerations of autopsy

examination for their stillborn baby: prepared-

ness to make decisions; parental responsibility;

possible consequences and the role of health

professionals. Each decision driver involved

reasons for and against autopsy (see Table 1).

Preparedness to make decisions

The parents generally agreed that a decision

about autopsy was difficult to make. For some

parents, autopsy was an obvious choice and

accepted it as part of their experience,

Table 1 Decision drivers: reasons for and against autopsy after stillbirth

Decision driver Reason for autopsy Reason against autopsy

Preparedness to make

decisions

Certain of action to take Feeling overwhelmed or unable to take things in

Confidence with scientific processes

Parental responsibility Obligation to determine what went wrong Desire to protect baby from unnecessary harm

Consideration of needs of future children

Possible consequences Better peace of mind Fear of blame for outcome

Role of health professionals Supportive of autopsy Unsupportive of autopsy

Decision influences and aftermath, D Horey et al.
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Carol: in terms of decision, it was just a no brainer

…, we just said of course, this is something we

wanted to do [Autopsy, 39 weeks gestation]

One reason for this response appeared to be

the professional background of participants,

which gave them confidence that a scientific

process of enquiry would help explain what

happened.

David: I guess it was something, after working in

science and so on. [Autopsy, 27 weeks gestation]

Jane: I�m a social worker and I wanted an answer,

so we had an autopsy. [Autopsy, 27 weeks gesta-

tion]

Familiarity with autopsy also seemed to help;

one participant alluded to their previous expe-

rience of autopsy for a family member, another

raised television dramas as contributing to their

acceptance of the procedure. However, the issue

was clearly more difficult for other parents.

Some felt overwhelmed, unable to make such a

decision or to give consent.

Phillippa: We�re both hazy, because my husband

was as emotionally wrecked as I was. It was just

too much all at once. [No autopsy, 42 weeks ges-

tation]

Parental responsibility

Parental responsibility was an issue for deliber-

ation. Parents strongly desired to protect their

baby from unnecessary harm, yet also felt an

obligation to find out what had gone wrong.

Concern about the impact of the procedure on

the baby was a significant barrier to consent,

particularly if some explanation for the death

already existed. One father said �it was a shame

to disturb his little body�. This evidently swayed

the mother, but she now appeared uncertain,

Rhonda: And I agreed with it at the time, I

thought: Well we have an answer why would we do

this and waste resources? But I didn�t even think,

and I still don�t know, what about organ donation?

[No autopsy, 32 weeks gestation]

Other parents felt obliged to investigate any

potential cause of death thoroughly. The need to

know why was described by some as over-

whelming, a need to, leave no stone unturned� or
�caring about why he died�.

Another aspect of parental responsibility was

the consideration of future pregnancies—

particularly the desire to avoid a similar fate for

future children. This made autopsy necessary

despite reservations about the impact of the

process on the parent, which some saw as less

important than knowing why.

Possible consequences

Several women spoke of their fear that an

autopsy would show that they were somehow to

blame for their baby�s death.

Georgina: My biggest fear, and that�s what a lot of

people would have about it, is ‘‘oh shit, I might

have done something wrong and now I�m going to

be blamed’’. That was the one thing that was my…
what if they find out I ate the wrong food or…
because I had to find every reason why this wasn�t
me, that I didn�t cause it and the autopsy would

reveal that. So for the whole 8 weeks I had to wait

for the results. [Autopsy, 27 weeks gestation]

The dilemma was that an autopsy was neces-

sary to exonerate the mother but there was fear

that it would not. One woman admitted that she

viewed an autopsy that did not reveal a cause of

death positively as she felt it would help her to

cope with future pregnancies. However, in this

case, the autopsy did explain the death and gave

the parents new information to consider when

planning for another baby.

Role of health professionals

Health professionals, both doctors and mid-

wives, influenced decisions about autopsy in

important ways, both to encourage and dis-

courage autopsy as an option. Parents spoke

positively of health professionals who encour-

aged them to consider autopsy. They viewed

their input into the decision making as support-

ive and offering hope. Several participants

viewed the behaviour of some health profes-

sionals negatively. The parents felt actively dis-

couraged to consider autopsy and expressed

suspicion of their care providers� motives. These

parents described the information flow as
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restricted and health professional behaviour as

self-protective. One couple went so far as to get

their autopsy report from an independent source.

Parents also felt health providers were caught

unprepared for stillbirth and that this affected

the management of their care. They reported

encounters with health professionals who did

not share information, who restricted access to

additional information or who had poor skills in

helping people with grief. One woman believed

her doctor was misguided when he explained her

situation as a once-a-year occurrence at that

hospital as it made her feel �alien�. Another

reported a nurse telling her �you�re just going to

have to face it. You�re losing your baby�.
Parents also identified helpful behaviours

among health professionals. Understanding the

importance of the decision to parents was critical

to perceptions of helpfulness. Several parents

wanted more time to make their decision, and it

helped one family that the option of autopsy was

raisedprior to thebirth.Other participants didnot

have this opportunity but suggested health pro-

fessionals should raise the issue more than once.

Parents also wanted more guidance from their

doctors, and some felt that a doctor was better

placed to make the decision. One parent

contrasted the difference in shared decision

making related to caesarean delivery where

doctors are willing to make and guide decisions.

Ruth: Your doctor makes other decisions for you

like ‘‘labour is not progressing very well I think you

should have a caesarean’’. They are quite happy to

make those decisions and guide you so why is

suddenly when things go wrong and its not the

outcome that everyone wants everyone backs off

and they are not that professional anymore. I don�t
understand. [No autopsy, 40 weeks gestation]

Another mother felt that while it is necessary

to tell parents that an autopsy might not provide

an explanation, it was important to give hope

that a cause might be found.

Decision aftermath

The decision about an autopsy was not the end

of the issue for parents. Decisions have conse-

quences. Two significant decision aftermath

were described. Parents who decided to have an

autopsy reported poor feedback processes of the

autopsy findings. Parents who did not did have

an autopsy reported regret about the choice they

had made.

Making the decision to consent to autopsy

was significant to parents, but several parents

who did consent expressed dissatisfaction with

the way health professionals gave the autopsy

findings to them. One parent described the

process as too quick and without any opportu-

nity for appropriate information sharing. She

described the experience as �emotionally over-

whelming�. Parents viewed the autopsy report as

one way of reconnecting with their baby and felt

this particular significance was not understood

by health professionals.

Jane: But for me I was very pleased to have the

report. It was like another way of reconnecting with

him. You get such a level of detail about your child

that youwouldn�t get in a different setting. I found it
quite comforting…. [Autopsy, 27 weeks gestation]

Parents complained of misinformation, of

being given the wrong results and of phone calls

not returned.

Jane: We basically case managed our own way

through the system, because we didn�t have a good

experience of referral or follow-up at all… I was

given the wrong results, over the phone, that my

baby had no kidneys...when I finally got some

information we were told that [baby] had no kid-

neys. And I thought, ‘‘Well how can that be so? We

had a 19 week ultrasound, how can you tell

me…’’…. [Autopsy, 27 weeks gestation]

They expected reporting processes for all post-

mortem examinations to be more formal, for the

seriousness of the information and its potential

impact on them to be recognized:

Rhonda: I would like to have a formal meeting

where everything is looked at. …he was looking in

his filing system for it and he said �I can�t find [the

pathology report of placenta] now� and I said �I
don�t mind waiting� and he said �oh no no no, I can�t
find it� and I thought gosh this is so important, just

take a bit of time�. [No autopsy, 32 weeks gestation]

Despite these problems and the high propor-

tion of unexplained death, no parent who con-

sented to autopsy expressed regret about their

decision in the focus group discussions. This

response was typical:
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Claire: Because I�m not asking questions and I

don�t have the what if. And even though it was

unexplained I did everything I could to find out for

myself [Autopsy, 31 weeks gestation]

However, some form of regret or uncertainty

about the choice made was common among

those parents who did not have an autopsy,

including realization of a missed opportunity to

find a possible explanation for the baby�s death.
Even those parents with an explanation won-

dered if an autopsy could have told them more.

Parents also raised doubts about other missed

possibilities, such as organ donation or research,

as part of their need to create some meaning

from their loss.

Ruth: We didn�t have an autopsy. So you have to

live with that unfortunately…. [No autopsy,

40 weeks gestation]

Phillippa: It�s all about finding why this has hap-

pened and if there�s any possible way we can do that

and we missed that opportunity and you can�t get
that back. You still have the guilt anyway. … There

was the guilt anyway, but if we could at least try

narrow it down. Whether they could have answered

that question: why he died, we don�t know. But at
least… [No autopsy, 42 weeks gestation]

Discussion

This study showed that the deliberations about

autopsy after stillbirth are complex and that

difficult health decisions are not stand-alone

events. The four key issues appeared to drive

parents� decisions had dual natures and different

levels of importance to the decision makers. We

have not found this previously articulated in the

literature. The dual nature of the decision driv-

ers meant there were reasons to both support

and oppose autopsy. These emotionally laden

decisions create difficult decision environments

where internal conflicts were largely unavoid-

able. There was some evidence of recognition

heuristic,44 where parents looked for decisions

or information familiar to them in making their

choice but it was beyond the scope of this study

to determine how any individual decision theory

applied to individuals. These decisions were also

made by couples, which is an aspect of decision

making that is yet to be addressed in the devel-

opment of decision support interventions.45,46

Another important finding from this study is

that health decisions were recognized to be not

stand-alone events. There were anticipated con-

sequences (such as reporting back autopsy

findings), which were reported to be handled

poorly, and unanticipated consequences (such as

parents� regrets about decisions not taken),

which were not considered.

Findings were consistent with studies involv-

ing parents considering autopsy following neo-

natal death and with a recent study in the United

Kingdom. Specifically, the role of health pro-

fessionals was important18,33, and future deci-

sion supports in this area should possibly

consider their use in face-to-face encounters with

health professionals rather than as autonomous

interventions.45 The decision about autopsy was

not independent of future decisions, and parents

wanted information that might affect future

pregnancies.18 Parents did not consent to

autopsy just to discover new information; they

also consented to rule out possible causes,

including personal and professional negli-

gence.18,33 Like other studies, concern about

unnecessary harm was also given as a reason for

refusal.18 However, unlike other studies, parents

in this study did not raise altruistic reasons, such

as helping prevent stillbirths happening for

others or research and teaching, as the basis of

their consent.18,33,35 This may be because, unlike

other studies, participants in this study were not

expressly asked about this.

The absence of formality in the process of

sharing autopsy results was unexpected and

unseemly to parents who felt the significance of

their decision was not understood by health

professionals who were possibly more focussed

on the autopsy findings. It is consistent with the

recognition that structured processes appear to

help people through difficult decision making.

Breeze et al.47 found that the process of com-

pleting a survey on their decision making about

autopsy helped parents to feel better about the

decision that they had made. This augurs well
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for the benefits that a decision support

intervention could offer parents.

Our study found that only parents who had

not agreed to autopsy expressed regret. While

this may be a consequence of selection bias, the

finding is consistent with other studies, such as

the survey to assess satisfaction with post-mor-

tem examination among Australian women with

different types of pregnancy loss, which also

identified regret more commonly among those

who did not consent to autopsy.48 A larger sur-

vey in the UK of 166 women with pregnancy loss

also found a higher rate of decision regret among

those who refused autopsy, but again results

were not reported separately for stillbirth.49

This study involves a hard-to-reach popula-

tion, whose views are rarely heard, and there are

several limitations. Similar to other studies,33,34

this was a secondary analysis. Parents were not

asked directly about the reasons for their deci-

sions about autopsy; rather, these were derived

from the latent content in the transcripts of focus

group discussions. This means that we could not

determine how well current decision models

applied. It also might mean that important rea-

sons were not raised or were overlooked in the

analysis. However, the discussions focussed on

communication of the option of autopsy, and

themes were consistent across all the focus

groups. It is highly likely that parents will raise

issues important to them in discussions around

such a critical subject. The second main limita-

tion to this study is that there were relatively few

participants, and they are unlikely to be repre-

sentative of all parents experiencing stillbirth.

Participants were involved with parent groups,

which gave them opportunities to tell their story

and become familiar with it, in ways that others

parents of stillbirth might not. The process of

reflection through story telling can change how

people see their experience; they might reframe

events, such as the reasons for their actions, to fit

the narrative they tell themselves and others.50

Participants were also self-selected, which may

have attracted people with particular issues they

wanted to be aired. The study relies on tran-

scripts from focus groups, not interviews with

individuals, which is also likely to have affected

the type of data available for analysis. This could

have both positive and negative affects, as the

presence of others may influence the information

disclosed. Some people may have felt inhibited or

unduly influenced by other stories, but they may

also have been more willing to talk about issues

because they shared the experience of stillbirth

with those in the group. Group members also

questioned each other, which revealed new

information.

Despite its limitations, this study does offer

insight into the deliberation processes in the

difficult decision of autopsy made by parents

after stillbirth, which will be important in the

development of decision support interventions.

The study gives some indication of the infor-

mation important to parents in making this

decision and the range of emotions at play.

Providing factual information about autopsy

procedures and recognizing that women might

be worried that they are to blame for their

baby�s death might help address fears. Women

in this study spoke of obsessing about their

behaviours and suggested quite high levels of

stress while waiting for autopsy results. The

majority of parents in this study consented to

autopsy, but it is possible that fear of blame

might be a significant deterrent among those

who did not.

Second, an environment of trust is needed to

facilitate the process of decision making and

consent. Many parents wanted health profes-

sionals to help them with their decision making

but they need to feel confident that any trans-

parent procedures that exist are in their best

interests and that issues are not obscured to

protect possible incompetence among health

professionals. Loss of trust in health profes-

sionals can be a significant impediment to

informed decision making. This study showed

that while many parents found health profes-

sionals to be supportive, others did not. Parents

responded differently to their decision role, and

some felt that care providers lacked objectivity

and would have preferred to discuss options

with a third party. This option was not made

available to any of them. These issues suggest an

appropriate decision support intervention would
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offer tangible benefits to health professionals

and their relationships with those they care for

at this difficult time.

The third observation is that greater care is

needed when giving autopsy results to families.

On the basis of the parents� narrations, greater
care would mean a variety of processes ranging

from issuance of the correct report to the correct

parents, being acknowledged in a timely manner

but allowing sufficient time for parents to

respond to information contained in the reports,

and acknowledging the gravity with which par-

ents felt about their loss. Even autopsy exam-

inations that are unable to explain the cause of

death contain information precious to parents.

The management of these and potentially other

processes following an autopsy seem to be

important and should be considered in the

adoption of any decision support intervention

into routine care.

Finally, health services and professionals need

to be prepared for difficult conversations with

parents. Unfortunately, stillbirths are not

uncommon, but care providers seemed unpre-

pared to care for parents when such unexpected

events occur.8,34 Parents� decisions about autopsy
after stillbirth are likely to be influenced by their

background, experiences and values,51 but all

parents should be given information about their

options. Advice given with authority and sensi-

tivitywill support them.52,53 This further supports

the need for a decision support intervention for

decision making about autopsy after stillbirth.
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