Conclusions

The focus on premarital carrier matching was presented in
this study as the result of a community-based and culture-
sensitive process. Embedding genetic counselling in the
Bedouin community was done for the purpose of marriage
and family planning, and is expected to lead eventually to
a reduction in the prevalence of affected babies. It remains
to be seen whether, in the Bedouin setting, an incompatible
result derived from premarital carrier matching would
indeed be acted upon. Further research is needed to explore
the actual uptake of the genetic counselling service and its
use in the decision-making process as regards marriage,
family planning and reproduction.
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Abstract

Background. Despite abortion being one of the most
common gynaecological procedures performed in the UK,
significant regional variation exists in access to services.
Objective. This study explores women’s experience of
referral for abortion in three inner London boroughs to
determine if services met their expectations.

Method. In-depth interviews conducted with 21 women of
varying ages, gestations and ethnicity, 3—9 weeks after
termination of their pregnancy. The data were subjected to
qualitative analysis.

Results. Most women had made a decision to proceed with
abortion before approaching the health service, and
expected non-judgemental support, information and
prompt referral. We found variations in the extent to which
these expectations were met. Delays in referral occurred
when health professionals either required women to have
more thinking time, referred them elsewhere for pregnancy
testing or avoided discussing abortion. This was further
compounded by difficulties in making appointments via the
centralised telephone booking service. The brief
counselling session offered to most women by the abortion
providers, although helpful to some women, was viewed as
unnecessary and intrusive by others.

Conclusions. Most women seeking an abortion prefer not
to discuss their decision but expect information and prompt
referral. Delays in referral cause distress and later
abortions and should be avoided. High-quality counselling
should be targeted at those in need.

Key message points

e Most women prefer not to discuss their decision to have an
abortion, but seek information and prompt referral.

o Unnecessary delay is traumatic, results in later abortions and
should be avoided.

e Counselling resources would be best utilised by targeting them at
those in need.

Introduction
Induced abortion is one of the most common
gynaecological operations performed in Great Britain with
one in three women undergoing an abortion by the age of
45 years.'2 The Royal College of Obstetricians and
Gynaecologists (RCOG) guidelines on ‘The Care of
Women Requesting Abortion’ sets quality standards for
abortion services but there remains significant regional
variation in access to and quality of services provided.!:34
The National Health Service (NHS) Plan requires each
NHS Trust in England to obtain feedback from patients
about their experiences of cared but there has been little
work to date on women’s experience of abortion services.
Questionnaire surveys provide some information®=9 but
cannot provide a detailed account of women’s experience
of this procedure, and in-depth qualitative data are
scarce.10-12 Data on the experience of women using the
NHS abortion service in three inner London boroughs are
presented, from the time the women suspected that they
were pregnant until their first visit for assessment prior to
the abortion procedure.
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Background

The area under study is characterised by an ethnically
diverse population with significant levels of deprivation,
high fertility and abortion rates. NHS abortion services are
provided by an acute NHS Trust and two voluntary sector
organisations. Appointments for assessment prior to
termination of pregnancy (TOP) are made via a common
telephone booking service which can be accessed by clients
either directly, or via general practitioners (GPs), family
planning clinics (FPCs), Brook clinics and genitourinary
medicine (GUM) clinics.

Method

Recruitment and sampling

Study participants were recruited at the time of their visit to
the TOP assessment clinic following their consultation with
the doctor. They were recruited from each of the three TOP
provider units. Only those obtaining an abortion within the
NHS and living in the three boroughs under study were
recruited. Non-English speaking clients were excluded due
to difficulties anticipated in interviewing and transcribing
of data.

After applying the above criteria for inclusion and
exclusion, a convenience sample of women was recruited.
The nature and purpose of the study was explained, written
information provided and written consent obtained. Those
willing to participate were contacted 1-2 weeks after their
TOP and invited to an interview. These were conducted 3—6
weeks post-TOP in all instances except for two clients, who
were interviewed 9 weeks post-abortion, as earlier dates
were inconvenient for them. Prior to the interview, written
consent was obtained again. One researcher (S.M.) carried
out all the interviews. Two local research and ethics
committees approved the study.

When the study was designed the sample size planned
was 20. Such non-probability sampling is considered
appropriate in qualitative studies where the intention is not
to demonstrate any statistical representativeness, but to
represent salient population characteristics.!3 Due to
anticipation of high dropout rates given the sensitive nature
of the subject, initial contact and consent for participation
was obtained from 64 women. Of these, admission for TOP
was not confirmed in three women; 14 could not be
contacted after their TOP despite many attempts; 10
withdrew from the study after their TOP (one woman was
emotionally upset, one had moved out of the area and the
others did not give reasons) and 16 did not attend their
scheduled interviews.

Data collection

Twenty-one women aged between 16 and 40 years with
pregnancies of 7-15 weeks were interviewed. Data were
collected between September 2001 and August 2002.

The interviews were in-depth, semi-structured and based
on a topic guide. They covered the events from when the
women first suspected that they were pregnant to the post-
abortion period. These interviews were structured by a list
of open-ended questions that defined the area to be
explored, from which the interviewer or interviewee could
diverge in order to pursue any idea or response in more
detail.1# The interviews took place either in clients’ homes,
or in the offices of the Department of Sexual and
Reproductive Health, and lasted between 1 and 2 hours. The
interviews were tape-recorded and transcribed verbatim.
During the process of data collection, the interview
schedule was adapted to test emerging themes. Participants
could terminate the interview at any stage if psychologically
distressed, and one participant did so after 15 minutes. The
researcher directed clients who requested counselling
following their interview to appropriate support services.

Analysis

The data were analysed using a ‘framework approach’ of
systematic sifting, charting and sorting of data according to
key issues and themes.!516 Familiarisation with the data
was gained by listening to the tapes and reading the
transcripts as the data came in. While reviewing the
material, notes were made independently by two
researchers (U.K. and P.B.) listing the key ideas and
recurrent themes that emerged. There was general
agreement between the researchers on the themes that were
identified. The interview instrument was adapted further to
gain in-depth information on the issues identified during
this preliminary analysis.

The transcripts were coded according to the key themes
generated. Sections of transcripts relating to each theme
were grouped together and analysed to generate
hypotheses. The validity of these was tested by
systematically searching each dataset looking for deviant
cases and modifying or refuting the hypotheses during the
process. This was completed independently by two
researchers (U.K. and P.B.) who met regularly to discuss
their results. There was a high level of agreement between
the separate analyses and the data were rechecked to
resolve any points of disagreement.

Results

Of the 21 women who participated, six were recruited from
the acute NHS Hospital Trust, with seven and eight women
from each of the voluntary sector abortion providers. A
total of 14/21 women interviewed identified themselves as
from an ethnic minority. The ages of the respondents are
given in Table 1.

This paper presents the results that relate to the
decision-making process, counselling and referral prior to
abortion. Further information from this study, regarding
provision of peri-abortion contraceptive counselling, is
provided in an accompanying paper.!”

Making the decision

The reasons stated by women for choosing an abortion
included an inability to care for a child (for financial
reasons or because they felt too young to provide a stable
environment), commitment to finishing their education, or
lack of family and partner support.

Some women appeared to have made the decision to
undergo a TOP without much difficulty. However, others
found the process very traumatic. In arriving at their
decision most women consulted their partners, friends or
relatives. A few women felt strongly that there was no need
to involve anyone else in this decision. However, most
women had concluded this decision-making process before
approaching health care professionals.

“I was like OK about it because all I knew was that I didn’t
want to have a baby at all and it is just not right with my
life at the moment ... I'm not really a baby person ... so like
having it done didn’t really bother me”.

“We sat down and discussed it ‘cause I worked ... and we
couldn’t afford to have another child and give up work. So

Table 1 Age of respondents

Age range (years) Respondents in this

age range (n)

16-20
21-25
26-30
31-35
36-40
Not known

—_ L O\ = 00 N
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we made the decision to have a termination and we went
through with it, it’s a horrible decision to make together”.

The referral process

Most women bought pregnancy tests from pharmacies and
confirmed their pregnancy at home before contacting the
health service. A few approached their GP, FPC, Brook
clinic or hospital casualty department to confirm the
pregnancy. For the majority of women the reason for
approaching the health service was for information and
referral for abortion.

“I don’t want children, I never have, that didn’t change my
mind and so it was just a case of having to go to my doctor
go through the procedures and finding out how long it
would take for me to have the procedure done....”

Many women were keen to have the procedure done
quickly and some commented on unnecessary delays
during the referral process.

“I mean if I have my money I just walk into XX [a private
provider] and I get it done. I wouldn’t need to go through
all this see this and see that.”

Some GPs referred women elsewhere for confirmation
of pregnancy, for example, asking them to buy pregnancy
tests over the counter, referring them to Brook clinics, or
sending urine samples to a hospital laboratory with results
taking up to 5 days.

“Yeah ‘cause he [the GP] said if I do it at the GP I would
have to wait 5 days as they send the sample to the hospital.
And I didn’t want to wait 5 days, I wanted to know today.
So he said I needed to go to Brook.”

The woman quoted above was referred on by the Brook
clinic for counselling before referral but felt this to be
unnecessary and returned to her GP. Some women were
asked by their GP to think about their decision and return
another day, and some health professionals avoided
discussing the options available following a positive
pregnancy test.

“When she [the family planning nurse] told me I was
pregnant I just went ‘Oh dear’ and she said, ‘What are you
going to do?’ and I said ‘I don’t know’, that was it ... well
basically, she said that I should go and see my GP.”

Further difficulties faced by women who had recently
moved into the area included not being registered with a
GP, difficulties finding a GP, and lack of awareness about
alternative routes for referral.

“When I arrived here I went to the hospital emergency and
he gave me a paper with a number. He said I need a doctor.
When I called it was not possible in the area because all
are full.”

Some women complained about the difficulty in getting
urgent appointments with their GPs.

“The problem with the surgery is they no longer have a
walk in, which I don’t quite understand why that’s
happened because even though it’s not a total emergency, it
is. What do you take as an emergency?”

These unnecessary delays caused our respondents
significant distress. This was compounded by the
difficulties experienced in making contact with the
telephone booking system.

“So kept calling them, actually for about 4-5 days, I was
keeping calling and stuff, and then I got a date and so I was
happy. But I was thinking in that time when it was engaged,
oh I'm not going to get it, oh my god, this thing’s getting
bigger and bigger, what am I going to do.”

For women who had found the decision-making
process difficult, such delays acted as a deterrent, making
them think again about their decision and so causing
further mental anguish.

“It was actually one of the most frustrating things,
especially if you're dealing with, trying to make a difficult
decision. I think that might actually deter other people and
make them sort of say, ‘Forget this, I've tried once, I've
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tried twice, I'm not gonna try this again’.

From this study, we do not know how many women
actually abandoned the process or sought abortion
privately.

Making the decision: the role of health professionals

Most women visited their doctor to ask for information and
referral. They expected their doctor to support their
decision but not be involved in the decision-making
process.

“She [the GP] obviously realised that I’d said I knew what
I wanted and she was hardly going to twist my arm around
and try to change my mind and I respected her for that
because I don'’t think I would have wanted someone to at 32
years old telling me whether or not I'm making the right
decision.”

Even the one couple who reported visiting their GP
while unsure (and in conflict) about their decision did so in
order to get information about the medical risks associated
with TOP rather than for help with decision making.

We documented considerable variation in the extent to
which referring doctors discussed with women about their
decision to undergo an abortion. The process did not appear
to be responsive to women’s needs as some individuals
who wished a discussion were not given this option while
others who did not were expected to discuss their decision
in detail. When there were discussions, few women
objected if the doctors were non-judgemental in their
approach but women were very upset by anything that
suggested that the doctor did not support their decision.

“I was very upset but she [the GP] was very supportive ...
she did spend a lot of time talking to me — I think she
wanted to make sure I wasn'’t rushing into it for the wrong
reasons but I didn't feel like she was surveying me one way
or the other.”

“He [the GP] didn’t even discuss anything, he wrote out a
letter in silence, he wouldn’t even speak to me and gave me
a list, a yellow list with all the information and different
offices you can go to. And that was it, completely
alienated.”

Making the decision: the role of counselling

The role of counselling remained unclear to some women
who viewed it with suspicion as an attempt to change their
mind or to question their decisions, although most did not
object to counselling if they felt their decisions to be
respected.

“I wouldn’t be here if I didn’t know my own mind and I'm
telling how I feel so I don’t need you to question me about
it, just accept it. And if I change my mind I’ll tell you but I
certainly don't need you to question me about whether or
not I'm doing the right thing.”

“Like there was no doubt you know that that was what I
wanted, they did not try to say like are you sure or not.
Which was good they were just accepting that I was cool,
and that was what I wanted to do.”

However, there was a small group of people for whom
counselling was very important. For those women who did
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not tell friends and family about the pregnancy, it provided
their only opportunity to discuss the decision to have an
abortion.

“Even my own mum never knew my problem. I couldn’t
even go to my mum about it I was scared, even my dad. So
when I came to them they made me speak out and they solve
my problem for me. I was so glad.”

One woman felt after the abortion that she had made the
wrong decision and felt let down by the counselling
process.

“When I spoke to the doctor the first time ... she said I
would have to see a counsellor and I didn’t feel like I
needed to see a counsellor. 1 don’t know what the
counsellor was supposed to do for me, if she was meant to
make me change my mind but she didn’t make anything
better ... I wish I’d changed my mind.”

Discussion

An important finding from our study on the process of
referral for abortion is the individual variation between
women’s need for support during the decision-making
process and the unresponsive nature of the system currently
available to meet this need. Those women who wished for
supportive listening from health professionals or in-depth
counselling often did not receive this while those women
who required no help during the decision-making process
were often required to discuss their situation on several
occasions. Our data suggest that the resources currently
available for supporting decision making prior to TOP need
to be better targeted.

Health professionals should be more aware that most
women seeking abortion have already made a firm decision
and require no help in this regard, a view supported by
others.10:18 In this situation we suggest that health
professionals should provide information and referral only.
Where doctors enquire about the reasons for the request for
abortion to ensure compliance with the law, they should
make their intention explicit to clients so that they are not
mistakenly construed as being intrusive. It is also necessary
to be aware that some women do value an opportunity for
discussion and health professionals should either respond
to this or refer if necessary.

In the area studied, most women receive an opportunity
for brief and apparently superficial counselling. Our data
suggest that many women do not value this opportunity and
that it is too superficial to help some individuals who really
need it. Reserving counselling for the few women who
require it would free resources to ensure a high-quality
service provided by trained counsellors. These
observations support recently published anecdotal
experience elsewhere regarding the infrequent requirement
for in-depth counselling.!®

Our data suggest that referral for abortion can be
unnecessarily slow. This has also been reported in other
studies.!0:11 In some cases health professionals in primary
care referred women elsewhere for pregnancy tests which
reflects a failure to meet the standards for Level 1 services
set out in the National Strategy for Sexual Health and HIV.3
The option for self-referral, available in the area studied,
has many advantages including access to local residents not
registered with GPs or not willing to approach their GP
with a request for abortion. This option does not, however,
appear to be well publicised both to health professionals
and the general public and this needs to be addressed. We
also suggest that centralised telephone booking services
require close audit to monitor quality and ease of access.

Although the sample researched in this study could
potentially be viewed as self-selecting on account of the
attrition rate during recruitment, the findings are validated

by concurrence with other studies!0-ll and that of a
recently commissioned review of the local telephone
booking service, which identified long queues and high call
abandonment rates.20

This study, conducted in an area with an ethnically
diverse population, did not include women who could not
speak English due to reasons alluded to previously. These
women’s problems in the context of the service studied are
likely to be of greater magnitude and merit further research.
This study also does not shed light on the experiences of
women who gave up trying to access NHS help and
probably referred themselves privately, which could be a
focus for further study.

We suggest that the findings of this study could form
the basis for improving local service delivery around the
expectations of clients.
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