TERMINATION SERVICES IN LEEDS
A report of an involvement and education project 

by 

Carol Burns, Lucy Fishwick, Joanna Rianga, Maggie McCool, Suzi High 

September 2004

Women’s Health Matters

Bridge House

Balm Road 

Leeds

LS10 2TP

0113 2762851

admin@womenshealthmatters.org.uk

Acknowledgements

Sincere thanks to all the women who participated in the work and to

staff at CASH and St James and Leeds General Infirmary who facilitated access to some of the participants and also gave feedback to the project

CONTENTS

	
	Page

	Executive Summary
	3

	Introduction
	4

	Methods
	6

	Results 
	10

	Views of Termination Staff
	17

	Evaluation of Process
	19

	Conclusions
	20

	Appendix 1 - Women’s Voices
	23

	Appendix 2 - Contents of Information Bags 
	29

	Appendix 3 - Educational Exercises
	30

	Appendix 4 - Principles and Value of the Work
	31

	Appendix 5 - List of Venues and Groups
	32

	Appendix 6 - Questionnaire
	33

	References & Resources
	35


EXECUTIVE SUMMARY

Leeds East and South PCTs commissioned Womens Health Matters to produce the following report in 2004.  The report details the process and results of a two-part project, which aimed to:

· facilitate dialogue between termination service users and termination service providers

· achieve increased knowledge about termination services

Method

The involvement work was achieved through:

· the completion of a questionnaire by women in community settings

· individual responses from service users through one-to-one interviews or written accounts

The education work was achieved through:

· group sessions with women’s groups, using participatory methods

· information stalls at public events

In total, around 450 women were contacted through project work and given a chance to share their thoughts about the services or to learn more about existing provision.

Findings

Women participating in the involvement project identified seven main concerns 

1. confidentiality

2. speed within the referral process

3. the fear of being judged

4. the need for support

5. the need for easier access to the service

6. improved information

7. concerns about scanning

Service users were generally satisfied with their care and there was strong positive feedback about the delivery of the service, indicating committed and compassionate staff working within the services.  Generally, however, women felt it was unacceptable that a city the size of Leeds made scant provision for late abortions.  Women were confused and surprised by this apparent oversight.  Both women and service staff alike felt that extra support should be available for women at every stage, for example around decision making, having a termination and aftercare.  Womens Health Matters found that, on the whole, women responded very positively to the consultation process.  Women greatly valued being provided with a safe space to discuss the complex issues involved.  Womens Health Matters identified a need for further education work with both women themselves and with agencies working with women.

INTRODUCTION

1.1 Background and Context

The National Sexual Health and HIV Strategy sets targets to improve services.

Two key targets are:

· to ensure that women wait no longer than three weeks for an abortion after their first contact with services

· to increase the early uptake of services so that women access their GP or referral service before 10 weeks of pregnancy

In relation to these and other targets, the Sexual Health Modernisation Team of the Leeds Primary Care Trusts (PCTs) had a priority in 2004 to review the Termination of Pregnancy (TOP) service in Leeds, to ensure that women have improved access to services. They wanted to incorporate women’s perspectives into this review and Womens Health Matters (WHM) were commissioned to further this process.

Although termination of pregnancy has been legal since 1967 it is still a contested issue of public debate and because of this, many women may feel stigmatised and ashamed. Many women may never have discussed the fact that they have had a termination with anyone close to them. Certainly it is unlikely that this group would complain about services or ask to have their voices heard.

This work to invite women to give their views about termination of pregnancy services (TOP) provided a unique opportunity in Leeds to give women the opportunity to have a voice

1.2 Aims of the project

WHM were asked to undertake a two part project:

· to facilitate dialogue between service users and service providers

· to achieve increased knowledge about termination services 

Involvement work was to take place with women from all over Leeds.

The education work was focused in the areas covered by East and South PCT.

1.3 About Women’s Health Matters
WHM Mission statement – working with women across Leeds so that together, they can make choices about their own and their family’s health.

Who are we?

Womens Health Matters (WHM) is an independent voluntary organisation run by women for women. Set up in 1988, the organisation aims to offer a service promoting a holistic approach to health. WHM believes it is essential to listen to the concerns of women and recognises that women are experts about their own health. We give priority in our work to women in disadvantaged areas in the city and work with groups of women who experience additional disadvantage because of age, race, class, disability or sexual orientation. We aim to work with service providers to improve services.

The project uses Community Development methods.

This means:

· the active involvement of people in issues which affect their lives and is based on the sharing of power, skills, knowledge and experience

· that communities and people should have the opportunity to decide their own health priorities and create their own solutions, challenge inequalities and involve those who are normally excluded from resources and service planning. 

As a long established organisation in Leeds, trusted and valued by women in the community and other agencies, WHM were able to contact a wide range of women and offer a confidential and safe environment in which to discuss these issues.

1.4 Structure of the report

Section 2 describes the methods involved in the project. 

Section 3 outlines the results from the involvement work.

Section 4 describes some staff views.

Section 5 evaluates the way the involvement took place and what led to so many women being contacted successfully. 

Section 6 provides conclusions and recommendations for future work.
METHODS

2.1 Settings for the Work

The aim of the work was:  

· to involve women in planning services 

· to offer information to individuals and in groups

In some situations the emphasis was on involvement work, for example at events and with individual contacts. Group work was primarily focused on education but women from the groups were also invited to make comments about the service.

The timing of the project was fortunate as it coincided with International Women’s Day and many events were held around this time, in March. This meant that work took place at pre-existing events so it was possible to support those events with extra resources rather than diverting resources away from community based activities. The project largely worked with the WHM target group - women who may experience barriers when accessing health provision.

2.2 Staffing the Project

The WHM team started work in January 2004. Four members of the existing staff were involved which meant we were able to benefit from their experience and understanding of WHM ethos and values. It was agreed that workers would be in pairs to offer support to each other and opportunity for reflection, since they might be dealing with very difficult and sensitive issues. It also meant that in the group work they could support women individually when necessary. The staff team wanted to ensure emotional safety in the group work and involvement work that was to take place in public settings.  The WHM team agreed four main principles which are outlined in Appendix 4.

2.3 Methods for Involvement Work

The research used qualitative methods.  A questionnaire was developed which acted as a prompt to aid discussion as well as asking specific questions identified by the Integrated Care Pathway sub group of the Sexual Health Modernisation group.

2.4 Information Gathering 

The information was gathered through: 

· completion of questionnaires at events or women’s groups

· individual responses through one to one interviews or written accounts
WHM’s existing network of groups and contacts was used to ensure that a wide range of women were contacted.  It was essential to include the views of under represented groups of women.  We did this by targeting events and groups where we knew those women would be present.  These groups included black and minority ethnic women and women experiencing social disadvantage.  (See Appendix 5 for the events and groups attended.)

Contact was made with individual women through: 

· the WHM newsletter

· direct contact with groups or 

· other agencies working with women in Leeds  

· contact cards were included in information bags, distributed at events  

     and education sessions

· women on the wards at both LGI and St. James were interviewed and their  

     experiences are included within the “Women’s Voices” section of the report

The work would not have been possible without the support of a range of agencies and senior medical and nursing staff, as well as ward staff at St. James and LGI in Leeds.

2.5 Educational/Information work.

Women’s groups were offered educational sessions through existing networks or other agencies. Groups were given clear information in advance about the content of the sessions. This meant that group members could opt out of sessions if they wished. A positive response to the invitation was received from the majority of groups. One worker did not feel that the topic was suitable for their group. Three workers said they would consider it but never got back in touch. These responses reflect a range of issues - it may highlight that some workers do not feel confident enough to deal with the emotional consequences of the work.

The sessions were planned on a participatory model of learning, which recognises that adults come to learning with a wealth of existing knowledge and experience (see the Ranking Game) This can be used to draw out individual experiences in a safe way to ensure that women value themselves and each other (see the Character exercise). The holistic view of health informed the workers approach to dealing with what, for many, is a societal taboo.  Women’s emotional safety was prized and methods were modified to ensure the maximum levels of safety were achieved. This women centred approach meant that groups often opted to spend the majority of time discussing their thoughts and feelings about termination. This left less time for local service information to be given verbally. The team worked with a range of materials to suit the different needs of each group.

A brief description of the materials used is given here: 

· Education for Choice (providers of the abortion issues training hosted by the NEPCT) gave permission for WHM to use their resources.  Of these the video and the ‘ranking exercise’ were the most useful, given the time constraints and other restrictions placed on group sessions

· Education for Choice video – a 25 minute video examining the law, some myths around termination and giving three women’s experiences of termination, both legal and illegal.  The video also gave a global picture of women’s experiences of terminations

· The Ranking Exercise - an exercise which asks participants to rank some of the reasons for having sex, from good/better down to bad/worse.  The exercise then asks participants to rank some reasons for continuing a pregnancy and to rank some reasons for ending a pregnancy.  The exercise showed that there was no definite right or wrong reason for any of the behaviours.  As Education for Choice put it “…anyone using these games will see a massive variance in the answers people come up with.”

Ultimately, discussions after this exercise reinforced how important it is for women to be supported in making their own decisions.

2.6 Resources developed by WHM 

Character exercise

This method asked group members to imagine a character who is pregnant and then used methods from protective behaviour training to separate her feelings, thoughts and behaviours. Working in the third person through a character supports women to express views in safe way. The exercise looks at the options for the imaginary character and the facilitators are able to offer information about what her choices are.

Full details of this exercise are in Appendix 3.

Information bags

Paper bags were filled with sexual health information, including information about abortion (see appendix 5 for a typical contents list).  These bags were distributed at groups as well as at bigger public events.  The groups would go through the bags and discuss the contents in more depth.

Quiz

A quiz was developed to use with young people in public settings, for example on the Health Bus, to ensure they knew basic facts which would enable them to access termination services rapidly should they have an unwanted pregnancy.

2.7 Other resources for wider sexual health sessions

· “The Teen Relationships Workbook” - Wellness Reproductions & Publishing

· “Infection Protections: Teaching About Sexually Transmitted Infections Workbook” - Brook Publications 

· Female Pelvic body model.

2.8 Additional needs

Language support was provided by WHM workers and a worker from Asha  – a big thank you for their help.

Some sexual health information was available in different languages, through the Public Health Resource Centre, Suites 2, 3 and 8, Armley Park Court, Leeds – contact them on 0113 295 3081.

Varying literacy abilities were catered for, by discussing written information as a group and using discussion and video in place of written work.

2.9 How many women did the project work with?

· 161 women completed questionnaires

· 428 women took information bags

· 54 women and girls were involved in education groups

· 17 women gave individual interviews

RESULTS

3.1 Questionnaire Responses

The following data was collected through the completion of questionnaires.  161 questionnaires were completed from all across the city. The questionnaires were designed for use at public events and so had a list of prompts printed below each question.  Team members read the question and prompts to women to make sure literacy or language barriers did not prevent access to the involvement process. The total of responses for each question represents more than the number interviewed, as women gave more than one response.

The questions chosen were based on discussions with the sub committee developing the Integrated Care Pathway. (See details of the questionnaire in Appendix 6). The tables show the broad preferences of women in response to the questions.

The introduction to the questionnaire was: 

‘A woman in Leeds is pregnant and does not want to be; she is considering having a termination.’

The first 4 questions followed from that statement

1. Where might she go for help?

	GP
	117

	CASH clinic (Family Planning)
	64

	Private clinic (BPAS, Marie Stopes)
	38

	Support Workers (Youth W, teacher, Community W)
	24

	Religious leaders
	8

	Friends
	48

	Family
	34


Clearly the GP was seen as being the most significant source of help whilst specific voluntary sector organisations were also mentioned. CASH clinics and friends were also viewed as being important.

2. What would make it harder for her?

	Feeling judged
	89

	Not having money
	57

	Not knowing where to go for help
	81

	Fear about what will happen to her
	64

	Thinking that abortion is wrong
	91

	Not being sure about what she wants
	77


Although women were concerned about these issues they were also worried about money for transport and child care costs.

3. What would make it easier?

	Support
	122

	Approval
	38

	Having enough money
	35

	Knowing where to go for help
	84

	Information about what will happen to her
	80

	Knowing clearly what she wants
	67

	Thinking abortion is alright
	36

	Confidentiality
	91

	Counselling
	68


Support as a key issue highlights the importance of GPs.  The majority of women identified their GP as being somewhere they would go for help, and support from them would be crucial.

4. What information would she need from doctors and nurses?

	Will it hurt much
	95

	Who will know
	91

	How long will she be in hospital
	102

	How long does she need to be in bed
	73

	How long till sex is safe
	73

	How soon can she get pregnant after the termination
	78


The above is a summary of the main responses to this question. A common theme was that women wanted as much information as possible.

The following questions were more specific

5. Before women have terminations they must have a scan.  Do you think it would be better to have a vaginal scan or a transverse scan?  With the transverse scan, the instrument is moved across the tummy.  With a vaginal scan, the instrument is put inside the vagina.

	Transverse scan
	114

	Vaginal scan
	10


A wide range of responses were made to this question and these are discussed later in the report (see Section 3.2 (vii) page 15).

6. At present very few late terminations are carried out in Leeds. Most women have to go to a clinic in Doncaster.  What do you think about the service for late abortions (after 13-14 weeks) being offered outside Leeds?

	Service should be in Leeds
	69

	Service in Doncaster acceptable
	6

	Late abortion not acceptable
	9

	Other
	8


Those women who felt the service should be in Leeds focussed on issues of accessibility and the practical difficulties of time, secrecy – a termination is harder to hide when they have to travel, money, having other children looked after and travelling at a traumatic time. Many women were surprised that such a service was not offered in a city like Leeds.  The fact that late terminations are offered outside Leeds was seen as something that might stop a woman having a termination.

7. Do you think it would be better for woman having terminations to be placed in beds on general gynaecology wards or on special wards where everyone is there for a termination?

	Special wards
	96

	Gynaecology wards
	27


Although women felt that provision of special wards was important, they also stressed that the support offered by medical and nursing staff was equally important.  The issue of maintaining confidentiality for service users was raised by all the women who responded.

3.2 Women’s key concerns

The following observations have been obtained through all the different methods used.

(i) Confidentiality

Women had many concerns about confidentiality. Young women in particular did not have confidence that their confidentiality would be respected.

“I was sixteen and had had unconsenting sex.  I went to the doctor and he offered a pregnancy test.  I was told the result over the phone. My Mum was there and so found out. I don’t think you should get results over the phone.”

“As a young person I am not keen on going to my GP because I am worried that my confidentiality might be broken, a family member might get to know.”

One woman was concerned that when she had gone to make an appointment for a termination, at the end of her initial appointment her boyfriend had been able to see all the other names in the appointment book.
(ii) Speed within the referral process

Women experienced a number of delays in accessing services.

“I had an appointment where the test was done but couldn’t get another appointment for over two weeks.  It seemed too long, too much time to ask questions and feel pregnant.”

“I think two appointments is good but they need to be closer together.”

A sixteen year old service user was not happy with her GP because she felt she was not given enough information. For example, the GP said she had no information on private clinics and referred the young woman to a CASH clinic but she had to wait three weeks before she was seen at the CASH clinic.

A fifteen year old tried to contact her GP initially but was put off because the receptionist was not helpful to her.  This young woman went to a CASH clinic in Seacroft and was then referred to another CASH clinic that was far from where she lived; she did not understand why she was not sent directly to the hospital.

Women who are keeping their pregnancy a secret will also find it harder to make appointments.

“In the end, women are late for terminations because of missed appointments at the clinic. For instance it’s difficult to get an appointment over the holiday season.”

“I went to see the doctor at five weeks and didn’t get the procedure until the thirteenth week.”

(iii) The fear of being judged

Women expressed concerns that they would be criticised and judged if they made a decision to end their pregnancy

This was a comment from a young Asian woman to a sexual health information stall worker: “I cannot be seen to even be standing near you. I would be afraid of my family finding out and all the consequences after”.

One woman said “It makes it harder to choose an abortion because of the stigma attached to it. Nurses treat you appallingly, as if you are a piece of machinery, just because they don’t approve.”

(iv) The need for support at this critical point in their lives

This theme came up repeatedly in response to a number of questions and women felt it was a key issue.

In clinics, if waiting time “…needs to be that long, some sort of counsellors need to be available for support - and afterwards, especially for young women.  At least to ask if you want someone to talk to – not just ‘are you fine?’ but make sure, give support, group numbers, etc”.

“They should ask about depression too…so that support can be provided . Not just anti-depressants but counselling is important”.

Some suggested “buddying” schemes or self-help groups.  Others felt professional counselling services needed to be expanded and run on sites away from the site of the procedure.  Women also felt there needed to be more support for service users at every stage of the service.  Some women felt there should be support afterwards as well.

“I think there has been little support, especially follow up after the procedure”.

“It is important that support should be available in community languages”.

As part of this improved support, greater consideration could be given by health staff to not assuming that the pregnancy will be continued. 

(v) The need for easier access to services

· through information and services suited to women whose first language is not English - “Kengereza yagu simbaya lakini hukuna musaada kwa ndugu yagu”

· through one-stop sexual health services with direct links to termination service providers, to cut the number of appointments that service users experience

“A one-stop centre open every day is important, offering information, support, contraception and pregnancy and termination advice.  It could reduce other costs if the support and information was more accessible to reduce unwanted pregnancies.” 

“Pregnancy tests should be accessible so we know the right time.” 

“Contraception should be advertised.”

vi)   Improved information during the process

Women had a wide range of questions which they wanted answers to.

“A video to take home would be better than leaflets. Reading information was too difficult.”

“I want as much information as possible about the whole process.”

“There is a need for safe and confidential advice and information that provides all the options available. Getting information as soon as possible will help minimise late abortions.”

“It is vital that women are adequately prepared for the realities of whatever process they will be undergoing and know what to expect.”
(FPA  - Living with a Secret, 2002)

Women’s experiences were exacerbated by shock, which could be minimised with proper pre-procedural information and counselling.

vii) 
The issue of scanning and how this should be done is a controversial one for women

Some respondents felt that women should have a choice, although many would prefer it if they did not have to have a scan. However, if a scan was necessary, most women we interviewed would prefer not to see the image. Many prefer the transverse scan because they perceive a vaginal scan as ‘intrusive’, ‘scary’, ‘undignified’, ‘frightening’ and ‘uncomfortable’. However, one woman said she associated the transverse scan with pregnancy so would prefer not to have it.

Seeing the scan image may influence women’s decisions. Two of the women interviewed had been sent to the Early Pregnancy Unit after reporting bleeding to their G.P.  One of these women had wanted to terminate the pregnancy before she viewed the scan image but then felt she could not; she continued the pregnancy. Another woman had not decided what to do about her unplanned pregnancy and had to ask the nurse to turn the screen away to stop the images influencing her. The “A Matter of Choice” (Joseph Rowntree, 2004) report discovered that “Where respondents opted against terminating a pregnancy after having first decided to do so, it was because of this aspect of their experience.”  The report goes on to explain that two respondents continued pregnancy after seeing images of the foetus, having been “strongly encouraged by staff to view the scan images”.

Some respondents felt that vaginal scans were intrusive and almost seemed to them a punishment for seeking a termination. 

“Avoid vaginal scans when abdominal scans can provide accurate enough information.” 

viii) 
Other Issues 

Some additional barriers were identified by respondent, which prevented women from having terminations.

One woman had asked for a sterilisation but had been refused because she was under 30 and not married. Her view was “it’s my decision and my life - this is the second time I am having an abortion, I have three kids and I don’t want any more so why am I being denied what I want?”

A woman who was referred to Leeds from York said:

“I was referred to Leeds without the procedure being explained to me.  I have a small child and I had to make three trips to Leeds.  I was told not to travel home on public transport and my partner had to take unpaid leave to pick me up.”

Another woman described the delays that she had experienced.

“I did a test at home which was positive, then my GP sent off a test that came back negative.  I then had another sample that came back positive. By the time I got to the hospital I was 13 weeks 5 days. Why couldn’t I be referred based on the test I had done?”

ix)
Positive views of the service

There was also strong positive feedback about the delivery of the service.  Service users felt that general care and attitudes from staff within the services provided were good.

“I felt that I was treated like a human being.  The staff were kind and patient.  At no stage did I feel like I was on a conveyor belt.  There were no lectures, no moral indignation.  Staff were helpful and sensitive; doctors as well as nurses.  They interacted with each other really well.  There was no big hierarchy within the ward.”

“I found on the whole…….I have never been so well treated as I was at the Fertility Control Unit.  I have been to all sorts of clinics but have never met with the same kindness, sensitivity and respect that I came across from the nursing staff and the doctors.”

From a woman who had a termination at a private clinic:

‘Very quick.  I felt very in control.  I chose the time of admission, type of procedure and so on. This suited me because I was able to choose knowing the pros and cons of each one.” 

 “I feel more relaxed here at the hospital - it is such a relief that all the nurses are very nice.”

THE VIEWS OF TERMINATION SERVICE STAFF

During the course of the project the WHM team worked closely with termination services staff, who were very supportive of the work. Although outside the original brief, it felt important to include their views in this report. The staff offer another perspective on the issues and interestingly, their views coincide closely with ideas expressed by women.

4.1   Some termination services staff felt that more resources should be channelled into providing more effective contraception services and supplies.

Some felt the GP appointment system did not always suit the needs of women, for example those who require repeat appointments for depo provera injections.

4.2 Staff were concerned about aftercare:

“We have people turning up who can barely walk.”

“We take them to A&E.”

Generally, women are advised to go to their G.P. for aftercare but do not always get the best service if the G.P. objects to termination.  Some women may also be reluctant to access aftercare from their G.P. if they have fears about confidentiality or experience hostile attitudes. Staff also expressed concerns about the consistency and accessibility of psychological and emotional support.

4.3   Staff working within frontline services were frustrated about not being able to provide a better all round service.  In particular, doctors and nurses would like to spend more time individually with patients but find themselves over-stretched by high numbers and limited resources:  “…fewer patients would mean higher quality of care…”

Taking referrals from surrounding cities such as Bradford and York puts further pressure on existing resources. At ground level, committed staff were working as hard as possible to provide a quality service but staff were aware of political issues affecting the quality of the service.  Overall staff seemed to feel unable to affect or influence these issues: ”the termination service is not prioritised as it should be by the hospital management.”

4.4    The initiative to involve a youth worker at the young women’s referral clinic was widely appreciated amongst staff.  It was felt that all the termination services should have a youth worker or patient advocate available for service users. 

4.5   Staff proposed the idea of an advice line as part of a wider support package for service users.

4.6   The issue of conscientious objection posed problems for service providers as service users have sometimes been deeply hurt by attitudes before they reach the referral clinic or ward.  This can affect how they perceive staff and how they interact with them further along the Integrated Care Pathway.

4.7   Staff felt there was a shortage of willing and able staff available to provide termination services.  They also felt that these services were not a financial priority.  Conscientious objection within hospital staff also led to difficulties in providing care, for example to cover annual leave or sickness leave.  Although nobody questioned the right to conscientious objection, it was felt that service users should not suffer a poor quality service because of it:   “I think women should be protected as much as possible from individuals’ attitudes.”

 EVALUATION OF THE PROCESS

5.1 The way WHM chose to do the work  

· provided women with a chance to speak about a taboo subject and look more deeply at the complex factors affecting a choice or decision

· maintained emotional safety in groups

· developed a range of resources to suit different groups/time restrictions/environments

· worked in a variety of settings with a range of women of different ethnicities to reflect the diversity within the population of Leeds

· focussed on women experiencing social disadvantage and therefore facing extra barriers to health services

· used every opportunity available to raise awareness and challenge the myths and assumptions that might lead to prejudice

· used resources to reach a wide group of women and increase their awareness of access points to local services

· provided sexual health information on related issues wherever appropriate

· provided practical support directly to women through the distribution of free condoms and pregnancy tests as part of the work - this reinforced messages about safe sex, women gaining and maintaining control over their bodies and early access to free pregnancy testing 

· started work encouraging women to support each other when faced with unplanned pregnancy

5.2 The project workers felt that the education work in particular had   some limitations

· pressure of time on group sessions and on the project overall meant, for example, there was not enough time to go through all the information about the medical procedures as well as give women the opportunity to discuss their concerns

· women were given the chance to explore some aspects of their beliefs  

          around terminations but this was not open ended or woman centred - the   

          issues are complex and emotive and women would benefit from exploring 

          them fully; however, limited time and the concerns of workers around 

          group safety, prevented totally frank and honest discussions.

Time limits and finite resources meant that the project really only scratched the surface in terms of providing education to local women.  The work showed the need for far more than this project could provide.

 CONCLUSIONS

6.1   An opportunity to share experiences 

The WHM staff found a very real need amongst woman for space and time to discuss and examine issues around termination, both in the involvement and the education work.  For many women this was the first time they had had the opportunity to discuss with any one what had happened to them, such is the stigma and taboo around termination. The staff team were very sensitive to the many different views that there are about this issue. However, doing the work was a very positive experience as workers discovered that women had a general concern for each other’s well-being, whatever their personal beliefs about termination.

It also became clear that many women feel very vulnerable at this time in their life and sometimes they feel health professionals are making assumptions about them, which are not helpful when the women are making decisions. Individual staff attitudes can have a very significant impact on women.

6.2   Key areas for service improvement 

· faster access to services, a choice of appointments and fewer appointments; women keeping their pregnancy a secret or women experiencing violence find it especially difficult to make time for the different appointments

· more support at all stages of the process from decision making to after the termination, which would include counselling    

· women often feel isolated - quicker access on its own will not lead to an improved service

· G.P.s are key in this process and more resources need to be identified to work with them to offer an improved service and to ensure that all practices can offer the same service

· improved service for those who do not have English as a first language

· improved information at all stages of the process

· women did not feel that the best service was being offered for late abortions and would like to see this service offered in Leeds

· women were concerned at the number of points of access which exist - one or two women suggested a one-stop shop for all sexual health services with direct links to the termination service

· there is a need to look at the way that scans are offered; women would prefer to have a choice about whether to have a transverse or vaginal scan

As the Rowntree Report (2004) has concluded, “where a pregnancy is scanned in order to date it, the woman should not be encouraged to view the image unless she wants to.”

Staff conducting scanning in the Early Pregnancy Unit need to be aware that women may not have decided whether to continue with their pregnancy and so should also be asked if they want to see the scan.
6.3 Education work

This work has illustrated the need both for more education for women and for training for agencies working with women.

Education for women

Improving uptake of services has to include a range of responses.  Education work in groups is vital if long-term changes are to be made. Ensuring that access points are well known and referral mechanisms are swift is crucial. However, lasting change will not take place if there is no opportunity for education well in advance of the need to make a decision about an unwanted pregnancy.

Quicker procedures and shorter waiting times will signal improvement to providers but without support for women to make a truly informed choice this may increase long term psychological side effects.

The issues are complex and are often dealt with in a polarised way, for example by the media.  This work has uncovered a need for education work around the issues, so that women can examine their own beliefs and gain an understanding of timings and procedures, long before they face the choices brought about by unwanted pregnancy.

During pregnancy woman are particularly vulnerable to pressures from others.  If their decisions are to be based on informed choices it is important to ensure that the educational groundwork has taken place.

More in depth education work will:

· support women to make informed choices in early pregnancy

· encourage women to support other women within their communities

· help service users seek support

· help reduce stigma, although this would need to be complemented and enhanced by national initiatives

· increase awareness of services and contribute to increased early uptake of services

It is particularly important to make sure information becomes available in languages other than English.

Education for workers 

A few agencies were reluctant to support the educational session, some of this due to pressure of time and groups having their own programme set up.  However, some did express concern about the difficult nature of the topic and its suitability for discussion. This response highlighted a need for more training around termination for agencies working with women in community settings.

Women were invited to participate in this work mainly between January and July 2004. Changes have already been made to the referral process in order to speed it up.  However, there remains a need for improvements in the service, especially to the quality of support and aftercare.  Lack of resources remains a barrier to service development and yet 1 in 4 women will have a termination.

After listening to women and staff views WHM are left with a number of questions.

· How can we ensure that the emotional and psychological well-being of women is supported throughout all stages of the process and that this is given just as much emphasis as the speed of referrals?

· Are there opportunities for more partnership work to develop the successful model at the young person’s clinic?

· How can we offer the highest quality of service to women so that they never know the personal views of staff and balance this with the right of NHS professionals to opt out of offering this service? We recognise this is especially difficult when women who have had terminations are on mixed gynaecological or generic day surgery units.

APPENDIX 1

WOMEN’S VOICES

This section contains direct quotes from service users and other women that we spoke to.  Most of the quotes are from the women who agreed to be interviewed as service users sharing their experiences.  Some quotes are from women who completed involvement questionnaires and wished to share their views with the team.

Good Practice

“The doctors in the first hospital appointment offered contraception advice.  Doctor Compton, I think he’s left now, he was really good: listened and offered support.”

“I felt that I was treated like a human being.  The staff were kind and patient.  At no stage did I feel like I was on a conveyor belt.  There were no lectures, no moral indignation.  Staff were helpful and sensitive: doctors as well as nurses.  They interacted with each other really well.  There was no big hierarchy within the ward.”

“I found on the whole…I have never been so well treated as I was at the Fertility Control Unit.  I have been to all sorts of clinics but have never met with the same kindness, sensitivity and respect that I came across from the nursing staff and the doctors”.

“I was happy with the level of explanation of the operation.  Too much information about the procedure could be off putting.”

Staff were…“really nice, very thorough, well trained, reassuring.” - private provider

“Very quick.  I felt very in control.  I chose the time of admission, type of procedure and so on.  This suited me because I was able to choose knowing the pros and cons of each one.” - private provider

One woman told us she was given a number, similar to a PIN number, over the phone, so that Marie Stopes could maintain a completely confidential service.  The woman thought this was a good idea although she was frustrated because she could not remember the number.

One young woman told us that the care she received was generally good and that she found all the staff to be caring and supportive.

Barriers that prevent women from accessing a good service

“The pictures of babies at the entrance to the ward are a bit distressing” - the Fertility Control Unit is next to the Assisted Conception Unit

A sixteen year old service user was not happy with her G.P. because she felt she was not given enough information. For example, the G.P. said she had no information on private clinics.  The young woman was referred to a CASH clinic but had to wait three weeks before she was seen.

A fifteen year old tried to contact her G.P. initially but was put off because the receptionist was not helpful to her; she went to a CASH clinic in Seacroft and was then referred to another CASH clinic that was far from where she lived.  The young woman did not understand why she was not sent directly to the hospital.

Another woman told us: “…I had an appointment where the test was done but couldn’t get another appointment for over two weeks.  It seemed too long, too much time to ask questions and feel pregnant.”

A woman in her twenties told us: “Last year I was booked in to have an abortion.  It was about a month between the test and the hospital appointment, which seems too long.”  

When women involved in our education sessions described the feelings women might experience, they recognised the conflicting emotions as well as the physical feelings.  For example, a group of women who were asylum seekers and refugees based in South Leeds, recognised that a pregnant woman might feel: “very upset, sad, stressed, confused, happy, sick, tired, miles away, can’t concentrate or think straight, sleepy, hungry, regret.”

A woman we interviewed summed up how early pregnancy can itself provide barriers to decision making: “It’s difficult for people to sort it out when they’re feeling like shit.”

Confidentiality was a major concern for women involved in the project.

One woman who was interviewed told us “…I was sixteen and had had unconsenting sex.  I went to the doctor and he offered a pregnancy test.  I was told the results over the phone. My Mum was there and so found out.  I don’t think people should get results over the phone.  You need personal support and information about the options.”

Another woman who spoke to us through the involvement project told how she had been recognised by a hospital porter she knew socially, whilst she was in recovery.  The woman, said the porter had been very friendly and kind at the time but she had wondered many times since whether he had told anyone else that he had seen her.

One woman was concerned that when she had gone to make an appointment for a termination at the end of her initial appointment her boyfriend had been able to see all the other names in the appointment book.

Practical Suggestions

In clinics, if waiting time “…needs to be that long, some sort of counsellors need to be available for support - and afterwards, especially for young women.  At least to ask if you want someone to talk to – not just “are you fine?” but make sure, give support, group numbers, etc.”

“A video to take home would be better than leaflets.  Reading information was too difficult.”

“I think the two appointments is good but they need to be closer together.”

“They should ask about depression too…so that support can be provided.  Not just anti-depressants but counselling is important.”

“Support needs to be available all the way through.  From when the test is done all the way.”

“Separate rooms to be alone in would be good, especially if you have to wait that long.  At least an option to have a separate space.”

“I choose to have a female dentist and a female doctor.  I would have preferred to have a woman do the procedure.  I’d have been happier if there’d been no men anywhere, even that had meant my partner had had to wait outside for me.”

“Pregnancy tests should be more easily available and quick.  Doctors should be able to do the test in surgery and not send them off to the hospital and take a week to get back with the results.  If doctors could do the test straight away it would save the hospitals a lot of time and money.”

“A one-stop centre open everyday is important, offering information, support, contraception an pregnancy and termination advice.  It could reduce other costs if the support and information was more accessible to reduce unwanted pregnancies.”

Effects on relationships

Some of the effects on relationships which were highlighted by women included:

· argued with family

· felt physically angry with partner and wanted to treat him like a child;  “we were so physically different in our experiences, it was difficult to gauge what was going on in his head.”

· told partner had positive pregnancy test: “I got a massively negative reaction.  It was obvious that my partner wasn’t going to be supportive so I was faced with the prospect of being a single parent again…I couldn’t face people judging me…”Oh look at her, done it again, single mother, irresponsible…two different fathers” – facing that from family as well as generally.”

Other comments

“The Doctors just seem to screw around.  There’s no sense of urgency and I wonder why there’s no sense of urgency.  They really need to look at the fact there’s only one doctor per hospital. I just hope it’s not an attitude that if it’s left women might continue the pregnancy in the end.  It might be a historic thing, that it’s not a priority.  It needs challenging.”

“Who manages the termination waiting list?  Who makes sure that each woman is seen within the shortest time?”

One woman spoke about…”how you physically feel about something out of control growing in you.”

 “…It just made me think men are in control of everything...”

 “There needs to be something more immediate in terms of support.  I know what my options were but still would have liked more support.”

One young woman told us that she would have liked someone who was in theatre to be around when she woke up just to reassure her that things went well.

“I think the involvement work that you are doing is very important. It is a good thing because we get a chance to say things.”

“Confidentiality is very important. As a young person I worry about parents or other adults finding out.”

“My sister had a miscarriage and was placed in a ward with others having a termination. I cannot explain how this made her feel. More consideration should be exercised.”

“At the end of the day, it is a matter of personal choice.  No one has the right to judge anyone without knowing the facts. Abortion is not always a bad thing look around the globe.”

“People should talk it through with family and friends and then a professional. It is a hard decision and women need support.”

“Nurses treat you appallingly, as if you are a piece of machinery, just because they don’t approve.”

“In the end women are late for terminations because of missed opportunities at the clinic. For instance it is so difficult to get an appointment over the holiday season.”

“ I went to see the doctor at five weeks and didn’t get the procedure until the thirteenth week. The nurses were really nice and non-judgemental. One thing to be improved is getting quicker appointments.”

“ For the first three months young women are in denial and then they’ll think it is too late for an abortion because of conflicting information.”

“I spoke to 4 young Asian women who were too embarrassed to discuss anything around the issue. They would not engage with me and looked blank. They spoke and giggled to each other and went away.”

A young Asian woman emphasised the fact that abortion is a taboo topic in her community and because of that it has been very difficult to access information.

“It is an individual choice, my husband and I have discussed what we would do should I become pregnant again. I have two older kids and suffered post-natal depression both times. If I become pregnant I would have an abortion. It would just have too much of an impact on our lives.”

“I have an 11 year old. I got pregnant when I was 19 and couldn’t find information on abortion. My family was very strict and with little access to a doctor there was nothing much I could do.  I am happy that I had her.”

“There should be more support for women afterwards.”

“There is a need for safe and confidential advice and information and provide all the options available.  Getting information as soon as possible will help minimise late abortions.”

“ I think abortion is a kind of violence against unborn babies, I think they a have a right to live.”

“It is important that support should be made available in different community languages.”

“ I think women should have counselling whether they say they need it or not.  I had one ages ago and it is something that I still carry around with me. I think if I’d been offered money or support like they are now, I would have reconsidered.”

“ Pregnancy tests are expensive, they should be made readily available.”

“Tests should be accessible so that you know the right time.”

“Contraception should be advertised.”

“ I think there has been little support especially follow-up after the procedure. There is therefore need for more support for women who have been through the process.”

APPENDIX 2

CONTENTS OF INFORMATION BAGS

· Your Guide to Contraception – FPA leaflets

· Emergency Contraception: 72 hours - NHS cards

· How to Use a Condom - NHS leaflets 

· Is Everybody Doing it? Your Guide to contraception - FPA leaflet 

· Abortion: Just so you know - FPA leaflet

· Pregnancy: who, why, what and how it all works – a young persons guide - 

FPA leaflet

· Periods: what you need to know - FPA leaflet

· Sex Advice cards - NHS

· Include cards - Sure Start Plus/WHM

· Womens Health Matters contact cards for termination services project - WHM

· General Womens Health Matters leaflets - WHM

OPTIONAL/VARIABLE CONTENTS

· Talking to Your Children about Sex - FPA leaflet

· Sex in the East - Leeds Youth Service leaflet

· Get Ready – health information for women who use drugs - HIT leaflet

· STIs - FPA leaflet

· Nobody’s Choice but Mine - Sheffield Centre for Sexual Health & HIV leaflet

GIFTS 

Sweets and candles 

APPENDIX 3

Educational exercises

Character exercise 

Participants are asked to imagine a character.  They give her distinguishing features allowing them to make her like themselves or very different if they need to distance the work.  The character is pregnant and the participants have to make up why, exploring issues around fertility and relationships.  Participants are than asked to imagine the character’s feelings, thoughts and behaviours.  Participants were given careful explanations of these three expressions using a protective behaviours framework; that means they were told that your feelings are your feelings, there is no right or wrong, they just happen.  For this exercise, participants were asked to identify the physical feelings of early pregnancy as well as the mixed emotions brought about by an unplanned pregnancy.  

Participants were then told that your thoughts are quite separate from your feelings.  They may include phrases or concepts that are not even things you really believe in, they are just things your mind plays back in particular situations.  For example, thoughts might include parental opinions or media opinions that your mind has soaked up without really analysing them. To give yourself clarity about your thoughts is it is useful to write them all down.

Lastly participants were told that behaviours are our actions in the world and we are entirely responsible for them.  We can choose our behaviours so that the way we act reflects the best part of ourselves rather than a knee-jerk reaction to stimuli.  Separating feelings, thoughts and behaviours allows us to examine a crisis situation, explore its effects on our minds and bodies and then regain control over the next steps in our lives rather than lurching through to another crisis.

This format meant that women were able to look at issues around unwanted pregnancy in a relatively safe way.  Working in the third person gave women as much distance as they wanted from the issues.  Women also had control over the lifestyle, age and background of the character.  Participants chose some of the moral framework of their situation by choosing how that woman got pregnant.  Participants learned about the early signs of pregnancy, the conflicting emotions and variety of thoughts, so entering an empathic relationship with their character.  They then listed all possible ‘behaviours’ which gave space for some signposting work and brought home the fact that women can have some sort of choice with unplanned pregnancies, however hard that choice might be.

APPENDIX 4

Principles and Values of Involvement Work

The team took time to examine their own values and developed the following principles:

We feel that this work is important because

1. we recognise that women have the primary responsibility for the consequences of men and women’s fertility and feel that where responsibility lies, so should control

2. WHM thinks that it is important that women design services that women are using; women are the experts on their lives, bodies, and experiences with service providers

3. termination often arouses strong feelings which means that many of us do not get a chance to fully discuss our thoughts or feelings in an accepted way and it also makes it difficult to get correct information about services

4. by creating a safe space we hope to make it easier for women to talk about practicalities and issues around the service, as well as getting clear information about the service
APPENDIX 5

 List of venues and groups 

	Venue
	Event

	Park Lane College
	Health Fair

	West Indian Centre
	HIV AIDS Awareness evening

	Pakistani Centre
	International Women’s Day

	Hilton Road Church Hall
	Sure Start Harehills Women’s Day

	Leeds University
	WHM Information Stall

	Hamara Healthy Living Centre
	Women’s Healthy Living event

	Oakwood Primary School
	WHM Pamper Day

	Halton Moor Community Centre
	Women into Community Health Pamper Day



	Ripon House Probation Hostel
	WHM education session

	Holbeck Youth Centre
	Flowers & Bloomers

Asylum Seekers and Refugees women’s group

	East Leeds Health Bus
	Outreach in Garforth & Kippax

	Ingram Road Primary School
	Women’s Healthy Living event

	South Leeds Leisure Centre
	International Women’s Day

	Gipton 
	Gipton Gala 

	Fearnville Leisure Centre
	Gipton Women’s Tuesday Group

	East Leeds Family Learning Centre
	Group of girls from Parklands School

	Henry Barran Centre 
	Pregnancy Testing Volunteers

	Burmantofts Clinic
	YSHAG

	Belle Isle Foundation 
	Belle Isle Women’s Group

	Hopewell View Church Hall
	Sure Start International Women’s Day

	Asha Centre Beeston
	WHM education session


APPENDIX 6

Prompt Questions for work at events/summary of responses
A woman in Leeds is pregnant and does not want to be - she is considering having a termination

1. Where might she go for help?

G.P.

CASH Clinic (Family Planning)

Private Clinic (BPAS, Marie Stopes)

Support Workers (Youth worker, teachers, community workers)

Religious Leaders

Friends

Family

Other – please specify

2. What would make it harder for her?

Feeling judged

Not having money

Not knowing where to go for help

Fear about what will happen to her

Thinking that abortion is wrong

Not being sure about what she wants

Other – please specify
3. What would make it easier?

Support

Approval

Having enough money

Knowing where to go for help

Information about what will happen to her

Knowing clearly what she wants

Thinking abortion is alright

Confidentiality

Counselling

Other – please specify
4. What information she would need from doctors and nurses?

Will it hurt much?

Who will know?

How long will she be in hospital?

How long does she need to be in bed?

How long till sex is safe?

How soon can she get pregnant after the termination?

Any other – please specify
5. Before women have terminations, they must have a scan.  Do you think this it would be better to have a vaginal scan or a transverse scan?  With the transverse scan, the instrument is moved across the tummy.  With a vaginal scan, the instrument is put inside the vagina.
	Transverse scan
	114

	Vaginal scan
	10


6. At present very few late abortions are done in Leeds; most women have to go to a clinic in Doncaster.  What do you think about the service for late abortions (after 13-14 weeks) being offered outside Leeds?

	Service should be in Leeds
	69

	Service in Doncaster acceptable
	6

	Late abortion not acceptable
	9

	Other
	8


7. Do you think it would be better for women having terminations to be placed in beds on general gynaecology wards, or in special wards where everyone is there for terminations?

	Special wards
	96

	Gynaecology wards
	27


APPENDIX 7

Resources and Publications

A Matter of Choice?

Ellie Lee, Steve Clements, Roger Ingham, Nicole Stone

Joseph Rowntree Foundation (2004) - York Publishing Services
The Teen Relationship Workbook

Kerrie Moles
Wellness Reproductions & Publishing (2001)
Infection Protection

Sheila White

Brook Publications (1997)

Early Abortions

Dr Caroline Mawer, Margaret McGovern

FPA (2003)

Living with a Secret

Aine Kennedy

FPA (2002)
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