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Women's experiences of the
consenting process for pregnancy
remains disposal following

early miscarriage

Susie Kilshaw

ABSTRACT

Background and methodology UK clinical
practices around managing pregnancy remains
after pregnancy loss involve a process of
documenting consent. Women are typically
offered options for disposal, which may
include cremation, burial, releasing for private
arrangements, releasing to a funeral director
and, in some cases, sensitive incineration. A
single researcher conducted 20 months of
ethnographic fieldwork in one National Health
Service (NHS) Trust including observing the
consenting process for pregnancy remains
disposal (n=28) and interviewing 27 women,
including 19 who had experience of the consent
process for pregnancy remains disposal, about
their understanding, attitudes and experiences
of pregnancy remains disposal. Transcripts were
analysed for representative themes.

Results Prior to the discussion and consenting
process most participants had not given
consideration to disposal methods. Participants
expressed surprise about the discussion and
disposal pathways with most suggesting it was
inappropriate, particularly given the early stage
of their pregnancy (<12 weeks’ gestation). In
some cases, the consenting process caused
distress due to the way the participant framed
their pregnancy remains being divergent from
implied meaning in discussions about disposal.
Conclusions Current practices appear discordant
with the views of some women experiencing
miscarriage. A person-centred approach to
pregnancy remains disposal is recommended to
accommodate a diverse range of approaches
so as not to challenge a woman's experience
of and agency about her body, pregnancy and
pregnancy remains.

INTRODUCTION
In the UK, the Human Tissue Authority
(HTA) guidance on the disposal of

WHAT IS ALREADY KNOWN ON THIS
TOPIC

= Pregnancy remains disposal is a
sensitive issue, but one that has
become a key element of miscarriage
care pathways. Research suggests that
current procedures are not in keeping
with women's needs.

WHAT THIS STUDY ADDS

= This research provides in depth
understanding of women's experience
of the consenting process for pregnancy
remains disposal in one National Health
Service (NHS) Trust.

HOW THIS STUDY MIGHT AFFECT
RESEARCH, PRACTICE OR POLICY

= The research can contribute to revisions
of local NHS policy and practice. The
research findings can inform revisions of
guidance at a national level to provide
more consistency in the information
sharing and documenting for pregnancy
remains disposal.

pregnancy remains' and those of other
relevant bodies such as the Royal College
of Nursing (RCN)? and National Bereave-
ment Care Pathway (NBCP)® inform local
National Health Service (NHS) practice.
Such governance outlines that women
should be given options (burial, crema-
tion, and sensitive incineration for the
disposal of their pregnancy remains.'”
[NB. Sensitive incineration involves the
packaging, storage, and incineration
of pregnancy remains separately from
other clinical waste. The HTA and RCN
regard sensitive incineration as an appro-
priate method and recommended it being
offered to women as an option, yet many
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clinical settings do not provide this option, including
in all of Scotland where the local government deemed
it unacceptable in any circumstance.] Although consent
for disposal is not required, due to pregnancy remains
being legally considered the woman’s tissue,' > most
NHS Trusts use consent forms to ensure an audit trail.

There is a lack of research in the UK and globally
on women’s understanding about the disposal of
tissue following the end of a pre-viability pregnancy.
Several qualitative studies have produced insight into
women’s experience of miscarriage and other preg-
nancy endings; however, few have addressed the
concerns women may have about the management
of tissue. [NB. Pregnancy endings is a more inclusive
term to include miscarriage, stillbirth, terminations,
ectopic pregnancy and molar pregnancy. It also encap-
sulates the complexity and nuance of women’s expe-
riences.] Women’s opinions regarding donation of
fetal tissue for research purposes®® has been explored,
finding women wanted reassurance that the fetus no
longer existed in any material form.* Research into
women’s experiences following an elective abortion®
found women wanted access to information but did
not favour being required to make decisions about
disposal. Previous research found consent to be a key
issue for both professional and parent participants in
the emotionally charged area of perinatal pathology.”
The ‘Death Before Birth® (DBB) project®™'? assessed
the impact of the HTA guidance on practices around
disposal and found good and improving practice, but
significant variation with women’s needs not always
being met. While the DBB team interviewed women
who had experienced a range of pregnancy endings
and disposal processes, this was often some time after
the experience. The current research aimed to focus
on women who had very recently experienced miscar-
riage in one NHS Trust to gain indepth understanding
about their experience of pregnancy remains disposal
and the consenting process to assess whether current
practice was meeting women’s needs.

There are contradictions in legal categories, institu-
tional practices, and national guidance related to preg-
nancy remains and the fetal body,” ' '* with research
showing these practices may not resonate with lived
experience and subjective classifications. If a woman
miscarries outside of clinical settings, they may treat
the pregnancy remains as they wish with most flushing
them, as revealed by the research. Trust policies are
guided by the view, first expressed in Polkinghorne,
that based on its potential to develop into a human
being, a fetus is entitled to respect, broadly comparable
to that of a living person.® Such an approach implies the
fetus has value in and of itself. Hospital practices such
as ceremonial disposal frame miscarriage as the death
of a baby regardless of what women think of the mate-
rial,'” meaning women who do not want fetal person-
hood recognised are obliged to take part in practices
which enact it.'"! The author was unable to identify

Table 1  Ethnographic research project study design
(comprising 20 months of fieldwork)

Research method Value (n)

Observations

Patient assessments, diagnosis, treatment and follow-up 60
appointments

Discussion and consent procedure for remains disposal 28

Semi-structured interviews

Women experiencing miscarriage 37
During 2020-2022 fieldwork 27
Encountered consenting process via: 19
Surgical management of miscarriage 13

Miscarried in clinic (manual removal of pregnancy tissue) 2
Miscarried at home, remains taken to clinic 2
2

Miscarried at home, flushed remains, shown documents
by researcher

During 2014-2016 fieldwork (previous participant cohort)* 10

Healthcare professionals 38

Host NHS Trust staff 24
Clinicians (doctors, nurses, midwives) 14
Other clinical staff 4

Other staff (counsellors, chaplaincy team, bereavement 6
team)

NHS staff from other clinical settings 7

Other professionals (ie, funerary and crematorium) 7

It is difficult to convey extensive ethnographic research in quantitative
tabular form, but Table 1 details some of the fieldwork activities. The
research included informal interactions and discussions with NHS staff
involved in miscarriage care and observations inside and outside the
clinic settings, including remains disposal pathways.

*Participants from the principal investigator's previous project who had
been treated in the same NHS Trust in 2014/2015 were revisited to
explore the long-term residues and remains of miscarriage to explore
their experience of pregnancy remains disposal.

NHS, National Health Service.

any research that focused on the consenting process
for the disposal of miscarried pregnancy remains. This
anthropological research sought to explore women’s
understandings, attitudes and experiences of disposal
of their pregnancy remains. In particular, the aim was
to understand patient’s experience of consenting by
interviewing and observing women who had under-
gone at least one miscarriage.

METHODS

Study design and participants

The ethnographic research included extensive field-
work including observations, interactions and semi-
structured interviews with patients experiencing
miscarriage and those involved in their care over a
20-month period (table 1). Women were recruited
at one NHS Trust in England. Semi-structured inter-
views explored interactions with pregnancy remains,
the meaning it holds, and experiences of disposal in
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both clinical and domestic settings. This article reports
on one aspect of the study design: 28 observations of
the consenting process for pregnancy remains disposal
and interviews with 19 of the participants who had
experience of the consenting process (ie, 17 partic-
ipants had experienced the consenting process and
two were shown the consent form with permission
during the follow-up interview to gain their percep-
tion of the form). There is a variation in the UK with
different clinical settings having different approaches
to remains disposal. The approach of the host clinic
was fairly typical. Participation was offered on posters
and flyers displayed in the site and by clinic staff
familiar with the study who handed the study infor-
mation sheet to women. Women eligible for inclusion
were: (1) 18 years of age or older, (2) diagnosed with
a miscarriage in the previous 6 months, (3) able to
provide written consent, (4) willing to comply with
the study protocol and (5) English-speaking. Women
were excluded if they: (1) were unable to provide
written consent, (2) cognitively impaired to a degree
or in a way which would mean that they were not able
to tell their story or (3) were experiencing recurrent
miscarriage (defined as more than three consecutive
miscarriages). The research was granted full ethics
approval.

Women self-referred, and after expressing interest
via email or telephone call, potential participants
were again sent the study information sheet and
consent form and given an opportunity to ask ques-
tions. Informed consent to participate was sought and
recorded prior to interview. Interviews were conducted
by a trained medical anthropologist (SK) from April
2020 to September 2023; the research was suspended
from June 2021 to May 2022 due to the COVID-19
pandemic. Women were interviewed during or soon
after their miscarriages and follow-up interviews
were conducted 3—6 months later. While the research
included miscarriages up to 22 gestational weeks, all
but one participant experienced first-trimester miscar-
riage, and this is the focus of the article.

Most interviews were conducted in person, but due
to COVID restrictions a small number were conducted
online. Interviews lasted 45-90 minutes. Individual,
semi-structured interviews were conducted as ‘guided
conversations’'? and respondents were encouraged to
give their own accounts and meanings in relation to
the main research questions: their experience of the
remains and remnants of miscarriage broadly defined
and their experience associated with disposal of preg-
nancy remains. Fieldnotes were recorded after each
interview.

Audio recordings were professionally transcribed
verbatim. Transcripts were reviewed for accuracy
and familiarity through repeated and careful reading.
Fieldnotes and interview transcripts were analysed
using a thematic analysis approach; the method was
iterative and based on a grounded theory approach."

Table 2 Demographic characteristics of the study participants

Characteristic Value
Age, years (mean (range)) 35.4 (25-47)
Ethnicity (n (%))
White 22 (81)
Asian 3(11)
Black, Black British or Black African 2(7)
Disposal option chosen (n)
Home
Flushed/put in bin 7
Home burial* 2
Private cremation 1
Took into clinic 2
Clinical setting
Hospital disposal (burial) 13
Private arrangement
Cremation 1
Home burial 1
First pregnancy (n) 12
Previous pregnancies (n) 15
One previous miscarriage (n) 1

Two or more previous losses (including stillbirth, 9
ectopic, miscarriage) (n)
Previous pregnancies ended in live birth (n) 5

*One woman flushed most of the pregnancy tissue, but saved the final
"clot” and buried it.

Participants were assigned an enrolment number and
pseudonym.

Observations were not recorded and no personal
information was collected. Staff were informed of the
research and invited to participate. Participating staff
would provide women with the study information and
seek verbal consent for observation. If both agreed
the researcher would be invited into the session.
Some participants took part in both observations and
interviews.

Patient and public involvement

The overall research project was informed by the
author’s previous work on miscarriage, particularly
interviews with patients experiencing miscarriage and
their discussions about their pregnancy remains, and
her ongoing work with a miscarriage patient tutor

group.

RESULTS

Between April 2020 and September 2022, 27 women
made contact agreeing to participate and were subse-
quently interviewed (table 2). No participants with-
drew consent. Participants volunteered a variety of
reproductive histories, and many had experienced
earlier pregnancy endings including miscarriages,
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ectopic pregnancies, abortions and one stillbirth.
These experiences were often used by participants
as points of resonance or comparisons, and several
participants had had experiences of both home miscar-
riage and clinically managed miscarriage. The analysis
is organised under four themes (see table 3 for addi-
tional supporting quotations).

Positive experience of care
Patients were overwhelming positive about the care
they received, saying they felt “understood”, “cared

»,

for”:

The staff there [Early Pregnancy Assessment Unit]
provide such a brilliant service, not just in terms of
the physical care but the emotional and psychological
sides to everything as well.

It became clear in the initial coding phase of the
research that consent for disposal was a key issue for
both professional and patient participants and was
commonly described as not in keeping with otherwise
sensitive, responsive and excellent care.

Of the 27 women interviewed, 19 had experiences of
the consent form most often in relation to the surgical
management of their miscarriage (table 1) either to
remove the entire pregnancy or “retained products
of conception” when a miscarriage was incomplete.
While four women welcomed the discussion and
disposal options, 15women felt the approach was
inappropriate and, at times, unwelcome. Five women
reported being distressed by the process, with more
cases observed during fieldwork.

Unprepared

Women consistently described being unprepared for
the discussion about pregnancy remains disposal.
Except in one case, despite encountering healthcare
professionals previously, the issue was not broached
until the day of the procedure:

[H]ow I cope with things is by being really prepared.
... So I guess when it came to that consent form, I
wasn’t prepared and I didn’t know they were going
to ask that... And I think that is why I found it so
upsetting. [Scarlett]

And to be honest that completely surprised me. I
did not realise there was going to be discussion, I
thought... they take it out and it goes down a tube
into medical waste... it almost bothered me that
I had to make that decision because I had never
thought about it... I would have preferred not to
have the choice. [Alex]

The participant quoted above and others indicated
they would have preferred to opt out of the discussion
but found this was not possible.

Of the four participants who had described a posi-
tive experience, two had engaged in information-
gathering and decision-making about their pregnancy
material prior to their procedure by looking online

and speaking to friends. These two women raised the
issue of disposal prior to the consenting process.

Inappropriate timing, chronology and ontology

The inappropriateness of the timing of the procedure
was described in three ways: timing on the day of treat-
ment, timing in relation to miscarriage care pathway,
and in reference to gestational time. Introduced to a
discussion about disposal when they were anxious and
overwhelmed with information in relation to surgery
was deemed inopportune, as was timing in relation to
the chronology of their miscarriage journey. Women
described the point of diagnosis as critical in the
experience of loss. However, the consenting process
coincided with surgical management of the miscar-
riage, which often occurred weeks after diagnosis due
to women often opting for conservative or medical
management first:

In my head I was done with it and then I started
having to think about it. And the emotion is high
again. [Alex]

Discussions about disposal were an upsetting
reminder of the moment of loss from which the
participant had begun to recover. One participant had
reframed her miscarriage and its ongoing health impli-
cations as an illness:

Then to have the consent... to talk about the
remains... it really threw me... because I think for
a while now it hasn’t been a pregnancy for me, it’s
been an illness, a chronic illness that I've been dealing
with and trying to get better from. [Meredith]

The discussion was deemed inappropriate in relation
the gestational stage and/or fetal development. In the
case of early pregnancy, some women place their loss
low on a hierarchical scale, note the absence of certain
stages of developing personhood, such as hearing a
heartbeat or witnessing movement during a scan.'*
Women noted appropriateness of the disposal discus-
sion had their pregnancies been further along and
fetuses more developed:

[TThere wasn’t a real emotional attachment, that’s
not to say I wasn’t upset, there was a lot of crying
and upset about what could have been but not really
upset about what it was at that point.... For me it
wasn’t a baby loss. That’s very different. I think if
it had been something like 22 weeks or something
much later then it would have been a completely
different response to it... while it’s early it’s nothing.
...It’s a medical thing at this point. [Alex]

Here attention is drawn to the separation between
sadness of loss and the biological material of miscar-
riage. For many women, particularly those experi-
encing pre-12-week miscarriage, the experience of loss
is disentangled from the pregnancy remains. The mate-
rial is not the fulcrum of grief and yet the practices
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Table 3  Examples of participant quotations supporting each theme

Theme

Example excerpt

Positive
experience of
care

Unprepared

Time (proximity
to surgery)
(miscarriage
journey
(gestational
stage/fetal
development)

Everyone at [the EPAU]) was great. | was handled with such care. [Annabel]

I've been to the EPU and [the hospital] for various things. .. the majority of the people | have come across they are so hard working and under so much
pressure....and they come to you and it is like all of that other crap hasn't happened. They are just focused on you and they aren't afraid to touch you

even during corona times and they sit with you. Although it has been really crap | have been able to see goodness in people... definitely felt cared for and
understood. [Marianne]

[The hospital] and [nurse] just did what she said she was going to do. She was very personal and very friendly. Nothing was too much for her. Even though
she's clearly very, very busy and she kind of went above and beyond. ... | went in on the Friday and the staff were very friendly and didn't make me feel silly
for being upset and they were just very considerate. [Rose]

They were lovely, and you are not supposed to have anyone in there but | was obviously distraught, so they sort of let Matt come in with me, which was really
kind of them and spoke to [nurse] and she was just lovely obviously, just sort of explaining the situation, giving me the options, letting me cry, a lot, and then
sort of letting me go off and figure out what to do really. [Scarlett]

| feel like | was given very good care and | was very well taken care of. [Shirley]

Everyone is terribly kind... the people at [the EPAU] were beautifully kind. [Mary]

| think the [EPAU] is amazing... with my first two miscarriages it wasn't there. So | used to have to go and wait with all the pregnant women which is just so
wrong. [Melanie]

They signpost you ... they say “Here's all the information about natural management, expectant management, surgical management”, they've given you all
of that information, so they're telling you all about that and what to expect so why not just put [information about disposal] with all that information. At least
if people have got time to just digest it.... I'd much prefer that than on the day just be like “Here's this form, you've got to decide whether you want to put it
in a mass grave” or whatever it said, the horrific stuff it said on there. I just couldn't believe it was on there. [Nell]

And certainly for me, how I, you know, how | cope with things is by being really prepared. And | cope with things by having all the information, knowing all
the things and preparing myself for what's going to happen and probably over reading about stuff and over researching it.... So | guess when it came to
that consent form, | wasn't prepared and | didn't know they were going to ask that. And | suppose as well one of the ways | had been coping with the whole
miscarriage, it was very early, | was maybe 6 or 7 weeks. For me, at that point, with my personal belief system and my scientific personal beliefs, is it's not a
baby. It's a clump of cells that has a lot of hopes and dreams attached to it and it could be a baby, but it's not a baby. [Scarlett]

So, I wasn't expecting to be handed that form. So, | was like, “What? You're asking me what you want” — | just assumed you'd have the surgery and | don't
know, it's just dealt with. [Nell]

Do you know what I'd not even thought about it. | was shocked because for me it feels very medical. It feels like you're going in to get an operation, it's just
run of the mill. Even though it's not because | was very upset and | was very shocked. | was upset. But yes, it just seems very strange, it feels like chalk and
cheese... | just felt like, yes surgery, get it over and done with. What do you want to do with your remains of your baby? | don't know. It caught me off guard
and actually | felt really bad... Yes, it was weird and | think it was weird because | never had the option or | never felt like | had the option the first time as
well, so it was a shock. [Laura]

For me that wasn't the right point to bring it up, when | was about to swallow some pills and put myself, essentially on to a kind of operating table. You have
to sort of psyche yourself up for these procedures, particularly if you know you're going to have something done under local and there's potential for it to

be painful... the focus of my attention was preparing myself for that. So then to have the consent in there to talk about the remains just, it really threw me.
[Meredith]

It was overwhelming. .. you know you're going to have this operation. And it takes a long time to have it done. And then you've got to wait... and | know
how busy they are and there's lots of people there and | think that probably makes it a bit worse. So, by the time you go in there you've keyed yourself up:

Is the operation going to uncomfortable? What are they going to do? Am | going to hear it all? Is it going to be horrendous? And then there's a long list of
things they have to go through about the risks to me and stuff like that. And it's like this is tacked on the end but you've just been given so much information
it's overwhelming. And then they suddenly say, “Oh, and by the way what do you want to do with the baby?" What, what? So, maybe having that information
in advance might have been you know, “Would you like to do this”, and then they could say, “Did you have a chance to read the information?” That might
have been less nervy. [Lisa]

Do you know what, I'd not even thought about it. | was shocked because for me it feels very medical. It feels like you're going in to get an operation, it's just
run of the mill. Even though it's not because | was very upset and | was very shocked... But yes, it just seems very strange, it feels like chalk and cheese. It
feels like two completely different things. | guess, yes, there's not that many occurrences where surgery and then something so sensitive is paired together. |
just felt like, yes surgery, get it over and done with. What do you want to do with your remains of your baby? | don't know. It caught me off guard. [Laura]

| sort of wondered afterwards. .. whether there's an option to kind of decouple that, you know. Because actually if | could have signed off that, you know

| would have signed it off long ago... It/s also just something that you've maybe moved on from... they take you back to it... seeing those reminders of

the actual, that moment of loss. That's what drags you back... for me it was so far down the line that it was, it was just... yeah it wasn't the right moment.
[Meredith]

| think because it's already been 4 or 5weeks. | think it might have been 5weeks from the point where | had a scan to when | had the surgery. So, | think, by
the time | had the surgery, | was so — | already felt like | had processed it. And | know people deal with it completely differently, but I think | just felt like | was
over it. Just wanted to move on and wanted it to be done with. [Nell]

They came out and said about going into... not a mass grave, they didn't say it like that but the communal grave.... for the weeks that | was pregnant...
[option of taking home or releasing to funeral director] seemed an odd option.... And | just remember thinking that just sounds horrific but you don't have an
option, | don't want to bring it home because | don't want to do that. And | don't think a funeral director is needed, if it had been ... a fully formed fetus then
yes, | would have done it. [Lisa]

The [miscarried pregnancy] was just a bunch of cells... Whereas now I'm pregnant and | can feel her moving and | know that she looks like a baby and at

the 12-week scan she looked a baby. | was like, Hmm | wonder how I'd feel about that consent form if | was shown that at 24 weeks? If | was shown that at
24 weeks I'm sure | would feel completely different about it... and | remember us talking about that there should be two different forms. | feel really strongly
about that now, because | think the way that | felt then... if | was to put myself in that position where | was 20 weeks, 21 weeks or whatever, they need to be
completely different because what's inside you is completely different. So, | feel quite strongly about that... If its someone that's going through it at 7 weeks,
8weeks, and someone that's going through that at 20 weeks, they're two completely different experiences and should be dealt with separately. [Nell]

Maybe it needs to be up to a certain point in gestation | don't know, but maybe there's a cut-off — the right to have it treated as medical waste. Because I'm
very uncomfortable with the way that it was handled. [Scarlett]

For me it was too early for anything... it wasn't far enough ahead in my mind to be a baby... | know people that have lost babies at 20 weeks, for me that is
more physically a baby then, it looks like a baby... whereas, as the stage I've been losing them it doesn't really look like anything. [Rose]

| suppose | felt that there wasn't, it's not that something wasn't alive but it certainly wasn't a baby to me at that point.... | think because we both felt... it
wasn't a baby, it wasn't a child. We didn’t feel that there was a need for a more formal ritual around a goodbye sort of | don't know, a burial or cremation. ...
So, yes | suppose there was a surprise about the first options | suppose just because for me it wasn't like a baby. [Nina]

Continued
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Table 3  Continued

Theme Example excerpt
Conflicting And so, | wasn't expecting that form. | hadn't even thought about it in that way. By that point, | wasn't still thinking about it being a baby or fetus. You know,
framings it was 8 weeks. It had stopped developing. So, it's hardly anything anyway. And | think to help me process it was how you think about it. It was just tissues.

There's nothing. So, | was a bit taken aback when | saw the form and | was like, oh my God, you're talking about mass graves and people take it home. | don't
know. It freaks me out. It freaked me out a bit because I just wasn't expecting to be asked what | wanted to do with it. | don't know. And | guess it's different,
you know, if you're much further along. I imagine it would feel completely different. Well, | know it would feel completely different. But | think because it was
so early, | was just like - oh, | don't know. | just felt really weird about it because it was so early. [Nell]

One of the ways | had been coping with the whole miscarriage, it was very early, | was maybe 6 or 7 weeks. For me... with my personal belief system... is it's
not a baby. It's a clump of cells that has a lot of hopes and dreams attached to it and it could be a baby, but it's not a baby... So then being confronted with

... that consent form and the treating of it as more than a small clump of cells, was just, it made it a lot more upsetting because it makes it a baby, which
isn't how | had been thinking of it.... So being asked to treat it like it was a baby suddenly became very upsetting. [Scarlett]

[If I had miscarried at home] it would have gone in the bin like my sanitary towel. Like all the other ones, | just, | treated it like a period sort of thing. [Melanie]
One of the doctors said it might be a blighted ovum... | found that really helpful because | felt like it didn't even have the potential to be a baby because

it had never done what it should do. ....[explained consent form would have been “traumatising” and said consent form made it] more meaningful, more

tangible, more babylike and also therefore, much more traumatic. [Ruth]

around hospital disposal imply entanglement and,
indeed, reify a link between the two.

Conflicting framings

At times consenting for disposal caused distress due to
divergence of the meaning of the pregnancy remains
with some associating it with biological matter or
medical waste, expecting it to be treated as such:

Treat it like any other kind of thing that you’re
removing from your body... maybe the part of me
trying to process it was me being like, this wasn’t a
baby.... It’s literally just some cells and tissues. So,
then to be told, “We’re going to bury it”. Treating
it like it is a human being is like totally opposite to
how I’m trying to process it. [Nell]

Thinking of the material as waste or tissue was
sometimes a means to cope with the experience and/
or related to worldview. The consenting process chal-
lenged this protective framing;:

One of the ways I had been coping... it was very
early, I was maybe 6 or 7weeks. For me... with my
personal belief system... isit’s not a baby. It’s a clump
of cells that has a lot of hopes and dreams attached
to it and it could be a baby, but it’s not a baby... So
then being confronted with ... that consent form ....
being asked to treat it like it was a baby suddenly
became very upsetting... Like, you know, it’s not a
baby and I shouldn’t be forced to confront it like
that. [Scarlett]

The participant’s upset was due to the divergence in
perceptions of her pregnancy material, with her view
that hospital procedures were framing it as a baby,
while she did not. Frictions derive from conflicting
notions of the significance of pregnancy material and
personhood.

DISCUSSION

These findings complement previous research
which describes heterogeneous attitudes towards
the end of a pregnancy, pregnancy material, and its
disposal.” '® This study provides detailed qualita-
tive evidence of women’s experience of consenting

for pregnancy remains disposal and shows it as an
aspect of care that was consistently experienced as
being problematic. In line with previous research,
this study reveals that more could be done to ensure
such processes meet women’s needs. A person-centred
approach to understanding reproductive loss">™** and
remains disposal to accommodate diversity of meaning
that individuals have about their pregnancy material is
called for.

The HTA,! RCN,> NCBP? and ICCM" emphasise
the importance of women being afforded the possi-
bility not to have to make a decision about disposal.
However, there is variation in how NHS settings
manage this, with many not providing this possibility.
Research found that in the few settings that this is
offered, it is only a possibility for women undergoing
a termination of pregnancy." The research shows that
women have varied positions towards their pregnancy
material, with some women experiencing miscarriage
not seeing it as the loss of a baby and not wishing to
have the material afforded value.

CONCLUSIONS

As consent is not a legal requirement for preg-
nancy remains disposal, it is suggested that a revised
approach be developed that de-couples the discussion
and documenting of wishes from connotations of
legality and traditional notions of informed consent.
Information-sharing and documenting should occur
earlier in the care pathway to prepare patients for
discussions about disposal, and consideration be given
as to whether disposal be integrated into the miscar-
riage care pathway.® A tiered system could allow for
women learning as much or as little about disposal
options depending on their approach. Disclosure of
disposal options should not be a ‘tick-box process’
but a discussion between the healthcare professional
and the patient, which includes identifying what
information the patient wants so as not to negatively
impact their experience.® The approach should allow
flexibility and able to incorporate all approaches
to pregnancy ends and pregnancy materials. It is
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recommended that revisions to current procedure
include an opt-out so women are not to be forced
to re-frame their miscarriage and pregnancy material
in ways that are unwelcome or upsetting to them.
A person-centred approach to pregnancy remains
disposal would accommodate a diverse range of
approaches and limit challenges to a woman’s experi-
ence of and agency about their body, their pregnancy
and their pregnancy material.
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