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BACKGROUND INFORMATION 
Background to Women’s Health Matters

Womens Health Matters (WHM) was set up in 1987 and is an independent voluntary organisation. It is a registered charity, run by women for women. 

WHM works with women across Leeds, giving them information to enable them to make choices about their own and their families’ health. The organisation offers a service which promotes a holistic approach to health. We believe that health is affected by many things and that emotional and mental well-being; social factors and physical health are of equal importance. 

WHM gives priority in its work to women in disadvantaged areas of the city and to groups of women who experience additional disadvantage because of race, age, class, disability or sexual orientation. We have a number of focused projects working with different groups of women both citywide and based in specific local communities. WHM also works with service providers to improve services.

WHM is committed to a community development approach: an active involvement of women in the issues which affect their lives which is based on sharing power, skills, knowledge and experience. We give women the opportunity to decide their own health priorities and create their own solutions, to challenge inequalities and involve those who are normally excluded from resources or service planning. WHM believes it is essential to listen to the concerns of women and to recognise that women are experts on their own bodies and health. 
Background to project 
The Mothers in Exile project was a nine-month piece of work carried out between March and December 2009. The project was funded by NHS Leeds Children’s and Maternity Services and from Health Leeds Special Grants Programme. A part time research co-ordinator was recruited and assisted by a Womens Health Matters’ volunteer.
The project was a response to the research gap on current service provision for asylum seekers, identified by Leeds Maternity Health Needs Assessment 07/08 – 08/09 and report for the Maternity Services Liaison Committee (MSLC).

WHM has worked in partnership with a number of agencies and individuals, including Leeds Asylum Seekers Support Network, and has reported to the MSLC and to NHS Leeds as well as to its own Management Committee. Following the Maternity Health Needs Assessment (HNA) a gap in awareness of the particular health needs of asylum seekers and refugees was identified and a specialist midwife was put in place to develop proposals for a new care pathway in Leeds. WHM has worked in partnership with this midwife to inform and support each other’s work. 
TERMINOLOGY 

Asylum seeker
Is the term for a person who has submitted an application for protection under the Geneva Convention and is waiting for their claim to be decided by the Home Office
Refugee
Is the term for a person who has been accepted as a refugee under the Geneva Convention. 
Refused asylum seeker 
Is the term for a person whose application for refugee status has been refused and has had their asylum support removed. 
Destitution describes someone unable to meet the basic needs of shelter, food, water and health
NASS National Asylum Support Service 
Section 4 support is a form of support that some refused asylum seekers can apply for. It includes NASS accommodation and vouchers worth £35 a week. 
LITERATURE REVIEW 
This literature review will provide an overview of the current research into the health needs of women asylum seekers and their experiences of healthcare services in the UK. It will look first at the issues affecting the health and wellbeing of asylum seekers and the specific needs affecting women asylum seekers. It will look at the issues affecting how asylum seekers access healthcare services and will review relevant research dealing with women asylum seekers and their experiences of maternity services.

Asylum seekers are not a homogeneous (Burnett, Peel, 2001) having come from many different countries and with a wide range of experiences. But a number of national reports have looked at common physical and mental health problems occurring among asylum seekers and newly arrived refugees. 

According to the Vulnerable Women's Project (Refugee Council, 2009), as many as 20% of refugees in the UK have severe physical health problems and two thirds have experienced anxiety and depression. The same report estimated that between 5% and 30% of refugees have been tortured including many who have been subjected to rape and sexual violence. 

A number of studies have drawn attention to the fact that for many asylum seekers, health problems can worsen after arrival in the country. “In the United Kingdom they face the effects of poverty, dependence and lack of cohesive social support. All these factors undermine both physical and mental health,” (Burnett, Peel, 2001). The Faculty of Public Health described how health problems on arrival can “...be significantly worsened (and even start to develop in the UK) because of the loss of family and friends’ support, social isolation, loss of status, culture shock, uncertainty, racism, hostility (e.g. from the local population), housing difficulties, poverty and loss of choice and control,” (Public Health, 2008).
A home office report on asylum, dispersal and healthcare points to a number of factors which make it harder for asylum seekers to access healthcare, (Johnson, 2003). It acknowledges the impact of long/frequent journeys on particular groups i.e. pregnant women and the elderly and goes on to describe how being moved from place to place by NASS and accommodation providers, makes it difficult to register with a GP. This means that many healthcare providers have to treat people before their medical notes arrive. It also points to a lack of training and support to enable staff to work more sensitively with asylum seekers and refugees. 

For refused asylum seekers who are destitute their access to healthcare is reduced as their vulnerability and need for healthcare increases (Burnett, 2009). Refused asylum seekers are reluctant to approach health services for fear of being picked up and detained or deported by immigration and misinformation/lack of information about entitlement means that many do not register with a GP. “For many refused asylum seekers, health services are beyond reach. Whilst primary care is available, in theory, for those whose asylum claim has been rejected, a combination of factors underpin particularly low levels of access,” (Burnett, 2009).
Similar factors contribute to health inequalities for pregnant women asylum seekers  (Lewis, 2007). The seventh report of the Confidential Enquiries into Maternal Deaths in the UK showed that the chances of maternal mortality are six times higher for Black African women, including asylum seekers and newly arrived refugees. “The link between adverse pregnancy outcomes and vulnerability and social exclusion are never more starkly demonstrated by this enquiry...those women who need maternity services most, use them the least,” (Lewis, 2007). 

The same Confidential Enquiries into Maternal Deaths enquiry also drew attention to a lack of cross disciplinary working where assumptions were made by social services that pregnant clients were being seen by a midwife and that this lack of cross agency working was a contributory factor in some avoidable deaths. 

In 2006 the Refugee Council examined the factors contributing to complex health needs of pregnant asylum seekers and the increased risk this created for mother and child. The report highlighted a number of risk factors including deprivation; poor access to antenatal care; mental health needs due to trauma and social isolation; and  reproductive health being affected by Female Genital Mutilation (FGM), (Kelley & Stevenson, 2006). 

Although it is impossible to put a figure on the number of survivors of sexual violence, as women commonly hide the experience, there is an increasing understanding of the scale of rape and sexual violence and recent studies have demonstrated the widespread use of rape as a weapon of war, (Refugee Council, 2009).
Studies looking at women's experience during pregnancy and childbirth in this country have identified that issues around rape and torture provide greater impetus to developing sensitive support services during pregnancy and following childbirth, (Kennedy, Murphy-Lawless, 2003). 

An increasing number of Health Needs Assessments carried out within individual NHS trusts, acknowledge the gaps in current maternity provision for asylum seeking women. Over the past ten years a small number of primarily qualitative studies have focused on the needs of pregnant asylum seeking women and the barriers which mean those needs are not being met. 

In a study, looking at the experiences of asylum seekers and refugees within maternity services in Ireland, attitudes of health service staff were identified as having a profound impact on women's experience of pregnancy and childbirth, (Kennedy, Murphy-Lawless, 2003). The report recognised in particular the importance of empathy and sensitivity when working with women who are survivors of sexual violence.  “The issue of reassurance is key...and is vital for maternity care staff when responding to the often very precarious emotional situations with refugee women. Empathic delivery of care.... may be the most important factor for women,” (Kennedy, Murphy-Lawless, 2003). 

The study, which also involved interviews with healthcare staff, suggested that in certain situations a lack of sensitivity and awareness of their situation could become a form of discrimination “...ignorance of people’s circumstances becomes a form of racism. Less than adequate communication by hospital staff for some women was also perceived as a form of racism,” (Kennedy, Murphy-Lawless, 2003).  

According to the Maternity Alliance report, Mothers in Exile, (from which this research took its name) “pregnant asylum seekers and their babies have been almost invisible within the asylum seeking population within the UK” (McLeish, 2002). The report exposed the impact of dispersal and appalling living conditions on the physical and mental health of women and their children and argued that the asylum system was falling short of meeting women's most basic needs for adequate food and safety. 

A number of smaller studies have looked at barriers and good practice within midwifery and communication and interpreting has recurred as a key theme in addressing health inequalities, identifying and meeting women's needs. 

In a small study of Somali women's experiences of maternity services in London, language and attitudes were identified as the primary barrier to accessing health services “it was the language barrier that to a large degree underpinned, or at least aggravated other problems the women experienced” (Harper-Bulman, McCourt, 2002) “many of these women are not gaining equal access to maternity services due to inadequate provision of interpreting services, stereotyping and racism from health services staff and a lack of understanding from staff of cultural differences.” Women themselves identified language to be the biggest barrier to accessing health services since “...the other difficulties that they faced could only be addressed once the language barrier was tackled.” 

A number of articles written by practicing midwives highlighted good practice where midwives with an understanding of asylum issues have been able to advocate on a woman's behalf, (Ukoko, 2005). Ukoko and Bentham (2003) both emphasized the importance of initial booking appointment. In her article on providing maternity care for Asylum Seekers, published in the British Journal of Midwifery, Bentham states that the booking appointment “provides the midwife with an opportunity to undertake a complete holistic needs assessment of the women... (and)...to identify factors relating to social exclusion.” 

Facts and Figures 

It is almost impossible to put a figure on the number of asylum seeking women receiving care and giving birth in the maternity system each year and any figures produced will inevitably exclude refused asylum seekers. 

However, according to Leeds Refugee and Asylum Service statistics (Ladd, 2009) Leeds is currently home to 2780 asylum seekers including 900 failed asylum seekers who are receiving limited Section 4 support. 

In 2007 the Health Access Team (HAT) saw 93 pregnant asylum seekers or refugees. And figures for 2009 also provided by the Leeds Refugee and Asylum Service showed there 82 families living in Leeds with children who had been born here. 

METHODOLOGY  

Qualitative Study

The Mothers In Exile project is a qualitative study of asylum seekers’ and refugees’ experiences of maternity services in Leeds. In view of the personal nature of the subject, it was decided that a series of one-to-one semi-structured interviews would be the most appropriate way of carrying out the study.  

Project Aim
· To look at the experiences of asylum seekers and refugees in Leeds and to give women the chance to tell their stories of being pregnant, giving birth and becoming mothers in exile
Project Objectives
· To bring these experiences together and to identify appropriate support that is taking place in order to build on it. 

· To evidence and demonstrate gaps in current maternity services. 

· To raise the awareness of policy makers, service providers and commissioners of the experiences and needs of pregnant women seeking asylum in Leeds. 

How We Contacted Women 
Initially WHM worked in partnership with Leeds Asylum Seekers Support Network (LASSN) who had agreed to provide support accessing appropriate women for the interviews. LASSN works with many women who have had children and have housed pregnant asylum seekers in emergency accommodation through their Short Stop service.
A leaflet and letter of introduction were produced, (Appendices 1 to 3) setting out the aims of the project and inviting participation. Childcare, choice of venue, a female interpreter and a £10 shopping voucher were offered as acknowledged by (Scott, 2003) as accepted practice particularly when involving groups on a low income in research. The letter made it clear that women would not be asked intrusive questions about their claim for asylum and their reasons for leaving their countries. It also made it clear that the scope of the project was to affect changes within the maternity system and that it was not within the reach of the project to change the current asylum process. Through the letters and in subsequent conversations, women were assured of their anonymity and that their participation in the project could not affect the outcome of their claim.  This material was translated into French and Tigrinya (the predominant language of Eritrea) and was sent out to a number of women who had been in contact with LASSN. 

In recognising that neither asylum seekers nor women are a homogenous group, it was vital to ensure that voices of a representative range of women were included in the project. In his discussions on qualitative research and “the need to make the voices of immigrants and refugees more representative”, Castles points out that it is “crucial for this type of research not to rely on only one network,” and “to cover a variety of groups” (Castles, S 2002). To ensure that the women contacted represented a variety of experiences, several trusted organisations and individuals, or ‘gatekeepers’ were used to make contact with potential interviewees.  

A number of individuals working with asylum seekers and refugees in the statutory and voluntary sector had been interviewed in the early stages of the project to help identify current service provision in Leeds and to inform the design of interview questions. They were subsequently contacted as a means of accessing a wider range of interview participants. 

25 women were contacted through 8 ‘gatekeepers’ including: specialist midwife; Health Access Team nurses: a specialist team working across the city enabling refugees and asylum seekers to access mainstream healthcare; doula (a woman providing support to mothers before during and after childbirth) working in partnership with the NCT and PCT; No fixed Abode team; Positive Action for Refugees and Asylum Seekers (PAFRAS); health and social care tutor at a local college; WHM teenage pregnancy support service (Include) and Solace: a dedicated counselling and therapy service for refugees and asylum seekers. A further five women were contacted by the researcher attending a social event for asylum seekers; a regular drop-in for destitute asylum seekers and using friends and local contacts.
Women were recruited on a rolling programme. Half way through the interview process the interviewees were reviewed to ensure that the group was as representative as possible. At this stage, it was identified that it was necessary to recruit more women who had given birth very recently and also to ensure that the experiences of women who had been destitute for some or all of their pregnancy were included in the study.   

The majority of women who took part in the project were contacted through support agencies. It is important to acknowledge that this may have skewed findings around support and it is likely that the number of women who received additional support during their pregnancies is disproportionately high. 10 of the 14 women contacted through agencies or health professionals had received meaningful support (from either statutory or voluntary sector) during their pregnancies., but only one of the other six women who had been contacted directly by the researcher, had been referred to appropriate support during their pregnancy.
Research Design

A previous community project with older women undertaken by WHM, (Goddard, 2008) had identified the benefits of having more than one contact with participants. This practice enables a greater trust/rapport to be established between interviewer and interviewee and gives women more sense of control and choice over their involvement. 

In the context of this project, the issue of trust and choice were paramount. It was felt that the only way to ensure that the research/interview process was fully understood and that consent was meaningful was to carry out introductory meetings with the women. Establishing the independence of WHM was key in gaining trust as well as guaranteeing women’s anonymity. 

In the half hour introductory meetings, women were given a chance to meet the interviewer, ask questions about the project and discuss any interpreting and childcare needs. Consent was given for the interviews being recorded and a provisional date for the interview was arranged. Confidentiality was discussed and the voluntary nature of participation was emphasised. It was important to give women time to consider their participation and to check whether they wanted to go ahead with the interview. As a result of allowing this time and choice, five women withdrew from the project. As disappointing as this can feel to the researcher, it was also a relief to realise that the women felt they had a choice and had not been pressured into taking part in a discussion about a very private and sometimes traumatic moment in their lives.

The interviews were semi-structured and used a narrative approach (Appendix 4 interview guide).  A series of open prompts referred to each stage of the maternity process - from finding out they were pregnant to post-natal follow up. The women were also asked about any engagement they might have had with local children’s services. A series of prompts related to interpreting and communication at each stage of the process as well as to the impact of asylum status on their health. Essentially, the structure of the interviews was to enable women to tell the story of their particular maternity care experience. 

Three pilot interviews showed the appropriateness of this style of interview and additionally revealed the need to be more proactive in offering practical childcare alternatives to women with older children. In subsequent interviews this enabled women to focus completely on the discussion around their experiences rather than having their attention divided between the interview and their children. The majority of interviews however were carried out with one or more children in the room. 
Interviews of between 1 and 2 hours were conducted with 20 women between July and September 2009. Two were carried out by a WHM volunteer, one jointly with the volunteer and researcher. The remainder were carried out by the researcher. All but one of the interviews were recorded and then transcribed. Two women were interviewed together, at their request, but the rest were one-to-one interviews. The majority of interviews were carried out in women’s homes. Five were carried out in other venues.
Many of the women had more than one child and they were invited to discuss and compare their earlier experiences of pregnancy and childbirth in Leeds with their more recent experience. In all, details of 24 births were discussed in the interviews. It was important not to invalidate earlier pregnancies because they were ‘too long ago’, and this proved valuable in allowing women to reflect on the differences between those experiences and to identify the most important factors contributing to either a positive or negative birth experience. In analysing the findings, the researcher was careful to acknowledge possible differences between earlier and more recent pregnancies.  

Use of Interpreters 

Interpreting was discussed at all initial interviews and all women, regardless of their perceived level of spoken English, were offered an interpreter. Interpreters were used in eight interviews, and in an additional case, although an interpreter was offered, the interviewee said she preferred her 17-year-old daughter to interpret for her. There was only one instance where a woman said she wanted an interpreter but it was not possible to find a female interpreter who spoke any of her three languages. She subsequently agreed to take part in an interview without an interpreter. In three interviews the researcher felt that an interpreter would have been helpful but the women themselves had not wanted one. 

WHM made contact with interpreters through Solace whose bank of interpreters have experience and training in working with asylum seekers and of interpreting in contexts where sensitive or traumatic events are being disclosed. All of the interpreters were female and all had experience of interpreting for women within a health/maternity setting.

Women-Centred Approach

It was essential that the women involved were the central consideration in all aspects of planning and carrying out this piece of research in order to ensure that they had a sense of control and ownership over the process and the end result. 
By building in at least one face-to-face contact with the women, along with several telephone contacts, before the full interview, women were given time to consider their involvement, to withdraw if they wanted and to ask questions about the research process, the interviews and about the researcher. 

Women were given a topic sheet (Appendix 5) of the areas to be covered in the interview which meant they felt more relaxed about the prospect  of ‘the interview’ and were able to decide for themselves what they chose to talk about. Participants were also given a choice about who they wanted to be with them during the interview, enabling them to build in additional support: many women had arranged for someone else to be with them or be in the house, others had planned an activity or to have someone visit after the interview. Giving women this space and information meant they felt more empowered to protect themselves from the emotional and psychological effects of discussing difficult and sensitive subjects.

At the end of each interview, time was given to discuss other issues and offer additional signposting in the form of housing advice, referral to counselling services, providing information about ESOL classes, activities for young children in local community or access to the health trainer based at WHM. 

Women were given a contact number for the researcher and her supervisor, a SAE envelope in case they wanted to add anything else, and were invited to a feedback event towards the end of the project. The researcher had follow-up contact with 12 women regarding support signposting. 

All 20 women interviewed were invited to a feedback event and 13 were able to attend. The event was an opportunity to thank the women for their participation and to let them know what the main findings of the report would be. 

Women heard from the researcher and from the Specialist Midwife and then took part in workshops. These workshops were essentially an opportunity in a different, group setting for women to think and talk about their experiences of pregnancy and childbirth. They also had a chance to comment on the findings of the report and on the Specialist Midwife’s work. The workshops were designed by the researcher but were facilitated by other members of WHM in order to allow women to talk freely about how they felt about the project. (Appendix 6)

The women talked about what they felt were the biggest factors affecting their experiences of pregnancy and the views expressed at this event have been added to the findings from the interviews. The issue of domestic violence was also raised by women during these workshops. This had not come up in the interviews but several women said they were concerned for women who were here on their husband’s visas and were trapped in controlling and sometimes violent situations. Many of the women were very positive about midwives being given training to raise their awareness of the issues faced by asylum seekers. In each of the groups, women said they were happy to have been involved in a project which may help other women in their position.
Ethical issues

Protecting women’s anonymity was a key ethical consideration in this project. Many women felt that their participation might adversely affect their claim and it was crucial to assure women that they would not be identified in the final report. 

Confidentiality was also an important issue; many women were accustomed to information about themselves and their case being shared between different agencies. WHM’ confidentiality policy was discussed at the initial interview and then again at the start of the full interview. 

The ethics of asking people to discuss traumatic or sensitive experiences was considered and, on the advice of LASSN, women were not asked about their reasons for leaving their country. Those who were interviewed knew that they would not be asked specific questions about this. It was important that women themselves should feel able to choose what they were prepared to disclose and this issue was emphasised throughout the interview process. 
Voluntary participation was discussed at the introductory meeting and again at the start of the interview itself. The shopping voucher was given to women at the start of the interview, to ensure that they did not feel they had to go through with the interview in order to get the voucher. 

As outlined earlier, the importance of receiving informed consent was central to planning the project. The consent form (Appendix 7) was discussed at the start of the interview, but it was decided that asking for consent to use quotes should take place at the end of the interview. This would aid a freer discussion and would allow women to feel more in control. At the end of the interview women signed the consent form agreeing that quotes from their interview could be used in the final report.  

FINDINGS

The findings will be presented in five sections relating to the subjects and themes which emerged from the interviews and workshops. The first section will look in more detail at the context of women’s lives and how this impacted on the physical, emotional, and social lives of pregnant women who are seeking asylum. The aim of this section is to emphasise the wider experience of women seeking asylum and to illustrate the particular challenges they face in accessing maternity services. 

Many themes and subjects were covered in the interviews and it was felt these would be best understood by presenting them in sections which followed the women’s ante-natal, childbirth and post-natal experiences. 

The final section looks at issues of communication and interpreting which emerged at every stage of the interview process and through each stage of the women’s maternity experience. 

IMPACT OF ASYLUM STATUS

..The life is very hard... Sometimes I just want to talk to somebody – but we are in a prison here.” 

Housing and Dispersal

The majority of women interviewed had been moved around the country and around Leeds several times during their pregnancy and the first year of their child’s life. Many spent most of their pregnancy living in hostels, emergency or shared accommodation and could be moved at short notice either when their status changed or when their housing provider lost a contract with the home office. One woman said she had been evicted from her home while she was in hospital giving birth. 

On many occasions, women talked about being moved away from areas where they had begun to build up support networks. Those living in hostels and emergency accommodation said they had frequently missed meals when they were attending ante-natal appointments, and described uncaring housing staff who refused to make any concession to the fact of their pregnancy. One woman said that constant packing and moving caused a friend to lose her baby. 

“They didn’t give you anything to eat when you missed your food, that’s it for the day, nobody cares it is your duty to be there....at the time I didn’t think it was anything. I was thinking maybe this is how they treat people who are less privileged in this country.”

One woman living in a shared house with three other women said their housing support officer pressured women into sleeping with him in return for preferential treatment. 

Women described living in appalling conditions; filthy flats crawling with cockroaches, mice and rats. No heating, water from the toilet running down the kitchen walls and bringing newborn babies back to cramped bedsits with stained walls and beds and almost no furniture.

“Even the man dropping me there said ‘do they know you have a little baby...I have to put my baby on my back and start cleaning. There were rats all over, I put my baby’s bottle on the floor and before I know, they were dragging it...they were really massive, everywhere if you put anything down, they eat it. That was when I was so bad and I said this is better just to take your life than to live in this kind of horrible life. I called to say these people want to make me miserable. I am going to kill myself or kill the children we have had enough with life in this place.” 
Asylum Status: Destitution and Detention

At the time of the pregnancies discussed during the interviews, two women had been given refugee status, others were at different stages in the process of seeking asylum; either waiting for or appealing a decision; had spent time in destitution or on section 4 support.

One woman described having lived on the streets for a month with her ten-year-old daughter when she was six months pregnant. 
Another woman had her support withdrawn when she was pregnant. 

“You just have to sit in the street – there are a lot of women like this. Who have no support, some who are pregnant, some with children – who have nothing.”

After her baby was born, she was arrested in a dawn raid and spent several months in a detention centre with her baby. While this report was being written, another of the women interviewed was detained with her one-year-old child and young baby in Yarlswood detention centre. 

Under 18s

Two women had been under the age of 18 during their pregnancy. They were given temporary leave to remain and were supported to differing degrees by a social worker. They talked about how their status and support changed dramatically as soon as they reached 18.  
“Everything stopped when you turned 18. It felt like a clock stopping and my caseworker was waiting for the time I turned 18 and then she was not responsible for me.”
Money 

Often women who had recently arrived in Leeds were given cash or vouchers and had no idea of how long that money would have to last them. In one case a woman described staff at an accommodation centre withholding a £50 maternity payment to woman because she had been too ill to collect it from the office. 

All of the women were living on very low incomes, and, as a result, were unable to feed themselves properly. Those women who received cash felt fortunate because they were at least able to travel by bus and choose where they shopped for food.
“The money is not enough, but it’s ok – we live”
Other women, who were on Section 4 support received £35 worth of supermarket vouchers, had to walk miles to shop, or exchange vouchers for cash at a loss. In some cases, women said that supermarket cashiers would not allow women to buy non food items such as milk, nappies or baby clothes with their vouchers. The woman who lived on the streets was given £15 a week by social services for her daughter.

“She said she couldn’t do anything for me but she could support my child...how can you give £15 a week to a child when the child is living outside? She said it is the only thing she could do.” 

Physical and Mental Health 
Women living in hostels or emergency accommodation where meals were provided had no control over their diet. Meals in these centres very often included no fresh fruit or vegetables and women and their children were frequently forced to miss meals due to hospital or midwife visits. Half of the women reported ill health during their pregnancy including severe headaches and chest pains and three women had high blood pressure.  

Almost all of the women interviewed, 17 out of 20, said they had been depressed during pregnancy, three women said they had felt suicidal and one woman had attempted to kill herself. 

“In your head, you want to die because there are too many troubles”
“I am asylum seeker, I don’t see any of my family, all the time I have depression..the life is very hard... Sometimes I just want to talk to somebody – but we are in a prison here.” 

“I was in so much distress, it was a sudden pregnancy, it wasn’t planned, my mother had just died, I was in depression. I was lost and I was pregnant...” 

Nearly a third of women who said they suffered from mental health problems had received some form of support, either being referred to a therapist, to Community Mental Health services or receiving support through their GP. 
Experiences Of Seeking Asylum 
Apart from one woman, who at the time of her pregnancy had British Citizenship, none of the women had any family to support them.  

“When I was pregnant all days problems coming, everything at the same time. I have depression. My brother has died, I didn’t see him, my mother is not well, I cannot see her, my husband’s sister has died. There are too many things happening in my country and there is nothing we can do.” 

Some women were pregnant as a result of rape and one woman talked about the impact of being tortured and beaten in prison.

Among the group of women who took part in the research, were women who had been forced to leave behind older children when they fled their country; others were coping with the death or disappearance of loved ones in a country they could not return to and several women were pregnant as a result of rape. Although the women who took part in this project were not asked directly about the experiences which led to their seeking asylum, one woman talked about the impact of being tortured and beaten in prison.

 “Because of the beating, my hips bone was not in the right place to hold the baby properly, I was in constant pain in my waist down to my legs and I was always scared if it was going to be possible for me to have this child.” 

Only three of the women had been granted refugee status at the time of their pregnancies, the rest were living in exile with an uncertain future, and the threat of detention and deportation. Several women had their claims refused just before or just after giving birth. For many women the outcome of their asylum claim or appeal weighed far more heavily than the consideration of their own physical and mental health during pregnancy. 

ANTE-NATAL CARE
“It is really important that there is one person who listens to you and treats you as a human.”

NHS Leeds Maternity Service Specification 2009 sets out the principles and guarantees behind effective delivery of midwifery care in Leeds. Some of the key principles behind delivery of ante-natal care are that: 

· Care should be personalised, with women and their partners fully involved in planning their pathway of care, in line with national choice guarantees.

· There will be safe, flexible and accessible services for all the population, including hard to reach vulnerable groups to tackle local health inequalities in access, experience and outcomes.

· Robust health and social risk assessment at booking and at each contact will support safe choice and care delivery.

The following section will look at ante-natal care provided in Leeds in relation to these principles. 

ACCESSING CARE 
In the majority of pregnancies discussed in this project, women received all of their ante-natal care in Leeds. Four women were already into the third trimester of their pregnancy when they arrived in this country. The rest of the women had been registered and had received some ante-natal care in another health authority before arriving in Leeds. 

More than half of the women who found out they were pregnant in this country had gone to their GP or to hospital because of a variety of symptoms/illness including fever, back and chest pain and headaches. The remainder discovered they were pregnant through home tests.

How Did Women Know Where to Access Ante-Natal Care?

“I always felt fine about the language but sometimes I didn’t understand what the system was.”
The majority of women knew that they needed to see a midwife because they were registered with a GP or had previously given birth in this country. A third of women were referred to their GP/midwife by a non-health agency i.e. refugee council, social worker or housing support officer. Some of the women who discovered they were pregnant in hospital or at the GP, were immediately referred to a midwife. In other cases, no referral was made and no information was given about how to contact a community midwife. 

When Did Women Access Ante-Natal Care?

Accessing ante-natal care early, before 12 weeks gestation has been identified as a key factors in reducing infant and maternal mortality. 

In just over half of the cases where women had discovered they were pregnant in this country, women were under 12 weeks pregnant at booking. But eight women were more than 12 weeks pregnant when they were first seen by a midwife. 

Late Booking 

National systems of dispersal, housing and fears of being billed were major contributing factors to many of these women’s late booking. There was also evidence from the interviews, that agencies and individuals in contact with women were not consistently taking responsibility for referring women into maternity services. 
Leeds Refugee Council referred two of the women interviewed either to hospital or to their GP. However, there were also examples of agencies and even health professionals failing to make appropriate referrals. 

One woman arrived in Leeds from Birmingham 7 months pregnant. Despite having contact with agencies in Birmingham she did not know she was entitled to maternity care and had not seen a midwife. She was referred to and seen in hospital where she was identified as having gestational diabetes; her baby died that night.

Many of the women described how they had been moved around several times before they were finally dispersed and could register with a GP. The inevitable and detrimental impact of this has been to prevent many women from receiving timely and adequate maternity care. Women who spent a significant amount of time in one dispersal centre may have seen a midwife or at least a nurse, but some women were moved before receiving any medical attention. For one woman, this meant she was not seen by a midwife until she was finally housed in Leeds at 20 weeks. 

Another woman who arrived in Leeds three months pregnant talked about the fact that she had been suffering from depression and said she did not know how or where to contact a midwife, it was another two months before she registered with a midwife. 

Although women in Leeds are not currently being billed for their maternity care, this has happened in the past and there is a persisting and understandable fear that they will have to pay for medical treatment.  One woman said she did not register with a GP until she was 17 weeks pregnant, for exactly this reason. 

“I didn’t go to the GP - I didn’t know what to do, I thought I would have to pay. It was after four months I went and then they gave me a midwife – my brother made me go and see the GP even if I might have to pay – he said we would find a way”

In one case, where the woman was booked at 15 weeks, she said that her GP gad told her it was the surgery’s policy not to book women to see the midwife until after their first scan.

“I would have felt better if I could have seen my midwife earlier – I was lucky with my health but if there had been a problem with my blood pressure or something else I wouldn’t have known until 15 weeks. It felt like a very long time to wait.”

A young woman who discovered she was pregnant in hospital said she was given no information about accessing a midwife through her GP. She said she felt so upset at the way she was spoken to that she refused to believe she was pregnant and did nothing about it until her housing support worker made an appointment at the hospital. 

“I didn’t phone anyone because I didn’t believe what that nurse told me... every month I was still having my period so I thought she was lying because she wanted to humiliate me in front of people – she said ‘right you are pregnant – you little girls of today you don’t know what you are doing.’ I just started crying because the way she told me was like a smack in the face.”
Billing

Only one woman was billed for any of the treatment she received during her pregnancy. She had been referred to St James for an internal examination and was subsequently sent a bill for £530. She was sent frequent reminders through the rest of her pregnancy and for several months after. 

Where Were Women Seen?

The majority of women, 13, received their main ante-natal care in the community. Three women were given ante-natal care exclusively in hospital. The other women saw a community midwife and had additional hospital appointments due to a variety of ‘high risk factors’ which included high blood pressure, fibroids, gestational diabetes and being pregnant with twins. 
RELATIONSHIP WITH COMMUNITY MIDWIFE 

Health Professionals Awareness of Asylum Issues

There was only one instance described, where a woman felt her community midwife asked about her status as a means of restricting her access to services. 

“I went to see the midwife. She took blood pressure. Took heart beat, check the baby – ‘you’re ok – no problem’ what status are you? Asylum seeker section 4 – so you are not entitled for any support, ok go home.”

In the majority of cases, however, not asking if women were asylum seekers meant an opportunity was missed to understand something of what women were going through and finding additional ways of supporting them and meeting their needs. 

In many instances, midwives appeared to have very little awareness and understanding of the practicalities of women’s lives, which meant that routine health promotion messages became irrelevant. 

“She just told me that I have to eat properly, drink more water – telling things not asking about me. She didn’t ask – did you eat today – are you ok, is there something wrong. You could come with an empty stomach and they don’t ask – have you eaten today – do you need something.” 
Positive Experiences 

Two women had very positive and supportive relationships with their midwife. One of these women had very good experiences with two different midwives through two pregnancies. She said that both midwives were supportive, informative and provided her with information to make choices about the birth. 

“She was very good, she gave me a lot of advice and she put me really at ease, she told me she had a lot of young girls like me who were expecting children...she asked me if I had any friends I could go to if I needed something... I was trusting her a lot because she used to talk to me a lot.” 

“She was very good, I saw her quite often at Surestart, she used to give me a lot of advice. She used to say to me that she realised it was not my first child, but it was her duty to talk about everything to me.”

The other woman who felt very happy with the care she was given was the only woman who had British Citizenship at the time of her pregnancy. She had worked in Leeds as an interpreter within the NHS. This meant she had a much better understanding of the services which were available and what kind of care she should be receiving. 
“My midwife was very good, very, very nice, I had also met her in a professional role so she was very friendly and supportive, telling me all the information that I needed, giving me leaflets.”

With both of these women, their midwives had discussed the birth and talked about options for pain relief and had talked about what preparations they needed to make for going into hospital. 
Another woman, despite seeing different midwives at her appointments, said she felt happy with the care she received. 
 “I used to have thoughts in my mind that I would be treated differently because I am an asylum seeker, but in fact I got a good service.”

Negative Experiences 

In all but three pregnancies, women described having very little or no relationship with their midwife. Some women did not talk about this in particularly negative terms. Their ante-natal appointments were restricted to checking blood pressure, urine checks and measuring the growth of the baby but they had no expectations of anything else. 

 “Up to a point she was nice and good – the only thing she was doing is making the appointments, doing the tests and that was it. No talking.”

“They check you, they check the baby, they say you are alright and that is it.”

For many more women, however, the absence of a trusting relationship with their midwife at a time when they needed support and information was very distressing. 

One 16 year old who was not referred to a community midwife and therefore had only a few ante-natal appointments at the LGI saw a different midwife on each visit.

“It was different people every time. If you are used to someone and you can see that person very often there can be a relationship between you, but when you are seeing different people every time you come – then it’s not like that.”

But some of the most negative experiences were of women who saw the same midwife continuously throughout their pregnancies.

“I didn’t like when I had to go to the midwife... I never had time to talk with her...I began to ask myself what I am going to do – I don’t have any family, I don’t know what to do with the baby, I was so confused.”

“She had a lot of things to do, if you have too much to do at the same time, you don’t really focus on people and then you forget about some people. When you come to the midwife you want to talk to someone, you want to share something. If you are feeling bad they don’t have the time – they give information like giving medicine.”   

“I didn’t understand why she had no sympathy at all, no emotions, just so cold, so unconcerned about you, just, you don’t matter. If people know how much their attitude does to people who are in distress. It is too much you know...it is terrible.”

 “I didn’t trust her, I wouldn’t tell her anything because she didn’t care. I didn’t like to see my midwife, I cried every time I had to go – I just go for the formalities, for the baby.”

In many cases, women described their midwives as too busy and even uninterested. In a few cases, women felt that they were being discriminated against because of their status. In one instance a woman who had experienced a number of late miscarriages described listening as her midwife talked about her to a colleague.
 “She didn’t know I understood, she talked a lot to someone else on the telephone about me – she said ‘this woman is always getting pregnant’, if I could speak English I would have complained.”

None of the women made a complaint about their midwife. Several women said they wished they had complained about their treatment, others said they didn’t know who to go to or how to complain. After the feedback event where role of midwife supervisors was discussed, one woman said she wished she had known that she could have asked for a different midwife. 

INFORMATION DISCUSSED AT ANTE-NATAL APPOINTMENTS  

Pain Relief 

Options for pain relief during labour were only discussed with three women at their ante-natal appointments. Many women felt that they had not been given enough information to make an informed choice in labour. 

“She only asked who was going to be with me – she didn’t talk about pain relief.”

“I even asked the midwife about the epidural and she said it’s not related to me, you need to tell the people in the hospital when you get there.”
Several women said they had wanted some kind of pain relief during labour but were too frightened because they knew nothing about the effect that it would have on the baby. Several other women said they had wanted an epidural but at the time did not know what to ask for. 

“I wanted them to tell me more about the injection, the pain relief when I was in labour. I had other friends who were not in as much pain as me and they were given that injection, but I wasn’t given it and I wasn’t told anything about it...I think they should give more information about epidural to every woman.” 
Place of Birth 

Three women actively chose which hospital they planned to give birth in. Many others who lived close to a hospital said they did not mind that this issue was not discussed. No-one interviewed had talked about the possibility of a home birth with their midwife, although several women who struggled to find someone to look after their older children said they would have liked to know about this option.  

Ante-Natal Classes

Seven women attended ante-natal classes, one went to the Haamla group in Ebor Gardens and the rest to the Surestart group based at Choto Moni. Both these classes provided interpreters. Only three women said they were referred to the ante-natal classes by their community midwife and only one midwife actively promoted the Haamla leaflet included in the maternity pack. 

One woman had been told about the Surestart group but didn’t go because it was too far to walk. Another three women said that their midwives told them about the hospital ante-natal classes; none of these women attended any ante-natal class, saying they felt too shy and it was too far to travel.   

Maternity Grants 

Only two women said they received support from their midwife with forms for Maternity Grants. Others were helped by friends, a health visitor or at the Surestart ante-natal group. Many of the women were not aware they could apply for a Maternity Grant. 

Cultural Expectations and Concerns 

Many women were having their first child here and so had no comparison with what might have happened in their country of origin. One first time mother had witnessed several births at home and said they felt that the standard of care they received here was much better. 
Two women expressed concerns about the number of maternal deaths in their own country linked to delivery of the placenta. Several others were anxious that they might die after giving birth as this was more common in their country. The women said that these concerns were not discussed with their midwife. 

Several women had been offered a termination but found even thinking or talking about it culturally unacceptable. 

“We don’t talk about abortion in Africa, so when someone is telling you that it is your right, it seems funny really. If it was today after I have spent more time in this country I think I would consider it an option but at that time it was like she wanted me to kill someone and the stigma of that in my head was not helpful.” 
FGM

One of the women interviewed had been referred to the FGM clinic at St James. Her experience of the clinic and its staff was very positive. 

“They are very confidential and very good – I think it is a good service, there is a lot of information and they are very friendly, understanding and approachable.”

Her English was very good but she had concerns about whether women would be able to access the support and information provided by the clinic unless an interpreter was used. 

“Some people might not wish to go because they find it difficult, they find it difficult to talk about because they haven’t got an interpreter and if they are not asked then they are not going to feel comfortable bringing it up.”
HOW WOMEN WERE SUPPORTED  
Three women said they were referred to appropriate support by their community midwife. The rest were referred by Health Access Team nurses, health visitors, a therapist, social workers, friends and other voluntary sector organisations. Similarly those women who received support with mental health problems were not referred by their community midwife.    

Where Women Received Support 

The biggest single provider of support to this group of women was from Choto Moni or Haamla: ante-natal classes working specifically with non-English speaking women, asylum seekers and refugees. It is worth noting that this finding was not caused by a large number of interviewees being referred to the project by Choto Moni, in fact only one of the women interviewed was a direct referral from Choto Moni. 

The majority of women who had attended classes went to Choto Moni, a free NCT ante-natal initiated by Chapeltown Surestart. As well as preparing women for giving birth the Choto Moni group provides support for women around housing, food, clothing and feelings of depression and isolation. A doula is attached to the group and women can also be referred to a Surestart midwife who is able to provide additional support. One woman had attended a class in Ebor Gardens run by St James based Haamla.

Women gained confidence and support from meeting others in a similar position. In a safe environment they felt able to begin talking about their experiences, their fears and their hopes.

“Because I had many ante-natal classes, I was not so depressed as at the start. If I didn’t have the other people around me just to comfort me, I can’t imagine what would have happened.”

 “Towards the end of my pregnancy because I had made some friends at Surestart and I had become a bit confident and then accepting what happened to me, I started to feel a bit normal – making the most of things – I can’t change anything I just have to keep on going like that – I can’t die in a country where nobody would know where I am because I didn’t contact my family and they don’t know where I am.”
 “Somehow it helped me to make some friends and to know other women and to know that I was not really alone.”

Through these groups, women could be referred to a midwife with a good understanding of asylum issues and could also access the support of a doula/birth partner. The group provided a safe space for women to admit their hunger, their loneliness and their depression and to ask for help.
“Towards the end of my pregnancy, I didn’t have anyone to go to the hospital with, I had a breakdown, maybe one week before the birth. After the group one day I just broke down I was crying with one midwife that I was lonely that I don’t know how I was going to do it on my own and after with the baby...she said no it’s not a problem there is a doula she can come and talk about the birth, help me sort out what I need to go to the hospital...it became so easy” 
Several women were referred to LASSN’s befriender scheme where a volunteer is matched with an asylum seeker, visits regularly and provides support and friendship. 
 “She came as a voluntary support worker and she was such an amazing woman you wouldn’t believe it. She was just...everything I was hoping for she put them in a package like coming to see me, giving me advice, looking after the children with me, I mean it make everything come so easy...the pregnancy was not weighing me down any more because she was always there for me...I was feeling very happy and like a big relief in that I have someone to talk to who was willing to listen to me and ready to help if she can. That was the biggest relief I got throughout the pregnancy...she actually changed my life. Without her...it would have been the worst moment in my life but when she come she cover up that injury of pain and worry...god sent her to me.”

Advocacy 

Many midwives and health visitors brought women clothes, nappies and equipment for the baby,but few midwives were able to provide the additional advocacy support which those women with no support needed the most. 

Several women had asked their community midwife or health visitor for help with housing or money but said they did not know how to help them. 

“If I talked to my midwife she said she couldn’t do anything.”

Women who were not able to attend their regular signings at the home office, because they were about to or had just given birth, lost their money for that period. There were several examples where women said their GPs or midwife refused to write a letter or make a phone call to the home office to allow them to miss a signing date without losing their money.

“My midwife had a good understanding of my situation as an asylum seeker, I explained how we were living with the housing and problems I was having – but she said she could not do anything.”

When support was given by a midwife, it involved a wide range of tasks. These included writing letters and making phone calls to the Home Office and to housing providers to sort out money or food vouchers; contacting a social worker to change the foster home where a woman’s son was being cared for; doing shopping for someone before they came home from hospital; writing letters to the Refugee Council and to the home office to reinstate a homeless woman’s Section 4 support; making many phone calls to housing providers to provide basic furniture and to clean filthy houses; arranging emergency accommodation; preparing notes for a judge; liaising with police and social services and persuading a GP to treat a refused asylum seeker’s ill daughter.
The vast majority of this kind of support was provided by the Chapeltown Surestart community midwife attached to Choto Moni ante-natal group, or by the newly created Specialist Midwife with responsibility for BME and vulnerable women. 

 “(she) was always with me...at that time...If I had not met... (her) I don’t think that I would be alive because I was starting to think that I should take some medicine.”

“If you only talk about the medical issue it’s not the same – if someone is concerned about you – you feel a bit happy that she is concerned about me and what happens at home – you should give them a chance to talk about it.”

HOSPITAL ANTE-NATAL APPOINTMENTS 
Difficulties Accessing Services 

Many women faced physical difficulties attending ante-natal hospital appointments. In particular, those who were destitute or receiving Section 4 support had no way of paying for bus fares and had to walk to hospital. Two women who lived close to St James hospital said this was not a problem, but others had to walk to appointments, sometimes several miles.   

One woman attending hospital fortnightly because of her high blood pressure said she had been unable to walk even short distances. She was eventually put in touch with a doula, by PAFRAS, the doula then drove her to all of her appointments. The women who had been in this situation said they had not received any help or advice from their midwives about getting to hospital. 

Scan Photos 

Women who are scanned are currently offered a photograph of their baby. In Leeds, all the women interviewed stated they has been asked for a £5 charge with no concession, one of the highest charges for scan pictures in the country. Only one woman paid the £5 from her limited budget, for the rest of the women the fee was prohibitive. (Please see page 57 for further information regarding scan photos.)
Many women, and in particular those who were the most isolated and who were struggling the most with their pregnancy, said they had wanted to have a scan picture of their baby. 

“Before, as well as being lonely, I was thinking all the time of how I would raise her, of how I would be dependent, how to get nappies, clothes, how I would deal with it. Then when I saw her I was so happy, when I saw the scan, actually that was the happiest time of my pregnancy. I wanted the picture so much but I didn’t have the money.”

LABOUR
“My friend came with me, it is not a good time to be alone, it is very difficult.”

14 women gave birth in St James Hospital, 6 gave birth in Leeds General Infirmary and one woman had her second child in Harrogate. There were no discernible patterns of experience in different hospitals either in labour or on the post natal wards. 

Three women were induced and one woman had a planned caesarean; 15 births were normal vaginal deliveries; forceps were used in three deliveries; two women had to have an emergency caesarean and one woman had a planned caesarean.

Getting to the Hospital

Eight women called an ambulance when they were in labour. Two were brought to hospital by a doula or befriender. Three women who lived close to St James and went in to be induced, walked to hospital.  One woman was taken by hospital transport to Harrogate hospital.  Another woman had a taxi arranged by Hillside accommodation centre.

Two women who were in labour described walking more than a mile to hospital. Both women were having contractions every five or six minutes, one had her partner with her but the other was alone.

“It’s upsetting and it makes you very angry to be thinking ‘I am walking to hospital, I’m almost giving birth, why am I in this situation, I came to these people to protect me and I’m not being treated as a person and I’m being treated like an animal – even if a dog wanted to give birth they would carry it in the car. Anyway, maybe I’m not as good as dogs are in this country.” 

The woman said that staff on delivery did not know that she had no money for transport or that she had walked. Because she was not in established labour she said she was sent home. The next day she described walking back to the hospital after constant contractions through the night. This time she was admitted.” 

“They didn’t bother to ask and sometimes the way they treat you when you ask for help doesn’t encourage you to say that you need help. So I just didn’t say anything and I walked home again.”
Of the eight women who called an ambulance, two said they were told by the delivery midwife not to come by ambulance. Neither had any cash to pay for a taxi and they did not know anyone who could have taken them. 

“I was sat outside the house crying. I didn’t know what to do. I was in pain, all through the pain was coming.” 
When the ambulance arrived she said the health professionals were sympathetic and reassuring, but when she arrived at the hospital, she described the delivery midwife being angry with her. 

“She said - why did you call an ambulance? I told you not to call the ambulance? You asked me not to come I haven’t got any money I am an asylum seeker where do you want me to get money from, she said ‘whatever’. I was just looking at her I didn’t answer her I was just crying saying what kind of thing is this I am in pain but you told me not to come in. She just walked away from me.”
Older Children 

One woman with no partner and no support network had to put her older child into foster care when she went into hospital, others had to trust their children to people they did not really know. Understandably, this caused these mothers huge distress, particularly those who were kept in hospital for several days after giving birth. One woman with 2 older children had to go to Harrogate to deliver because there was no room in Leeds, she was then in hospital for 12 days after having a cesarean section.  

In one case a woman chose to go into labour alone so that her partner could look after her older child. 
Some of those who were induced were in hospital several days before they delivered and found this particularly difficult. They said they hadn’t realised how long it might take and therefore had difficulties making arrangements for their children being looked after. They also described how difficult it was for their husbands/partners to organise and pay for transport to and from the hospital over several days. 

Communication between Community Midwives and Delivery Unit
In two cases women described how information that had been written in women’s notes by their community midwife was not read or acted upon by staff on delivery unit. On one occasion this meant that a doula was not contacted and told to come to the hospital, in the other case a named interpreter was not rung. 

In another case, delivery staff were concerned when they realised the baby was in a very difficult position and felt that this should have been picked up by the community midwife and included in the notes. 

Support During Labour  

Eight women said they had no support when they went into hospital to give birth. Three women were supported by a befriender or by a doula. The remainder had either their partner, husband or a friend with them. 

“It was good having a friend there because she held my hand and supported me.”
Women who were supported by a doula or a befriender felt that it made a huge difference to how they were treated by health professionals. 

“If she hadn’t been there I think they would have just ignored me.” 

“If I was there alone, I am very, very sure that I would have been treated different somehow...they spent more time with me.”

One woman described what a difference it made to her to have someone there for her.  

“Because of (my befriender), I think the labour was easy, although it was a long labour, but she was with me...she did what my mother would have done, she was there for me, she stayed with me until the baby finally came...Every time I looked to her eyes I saw there was strength, giving me the hope that it would be alright.”

Many of those without support described a very different and difficult experience.  
“I was thinking about how I didn’t have anyone who was going to support me – no family and I was in a lot of pain. She (the midwife) kept leaving me I was crying and pressing the bell, by the time they came I was in another room, when they came my waters had broken. There was no-one to give encouragement – I was crying for someone to come in – when they did come I was wanting to push. I was crying and calling and calling – they said we thought you were still early.”
Pain Relief 

Five women were given an epidural. Two women who had very long labours said they had asked for epidurals but did not receive one. The rest of the women had no form of pain relief, other than, in two cases gas and air.

After three days in labour with no form of pain relief, one woman said she had asked for an epidural and was refused. 

“Maybe it was racism – I said to him I need injection, epidural, but they said they were very busy, they said we have too many women in other room. I am very, very tired I said ‘I need to die’ Some people are good, but I tell you this, I needed an injection, nobody gave me, they said ‘today is Sunday, it is too busy’” 

Several women said they had wanted some form of pain relief but didn’t know what to ask for or were unsure of how it would affect the baby. 
RELATIONSHIP WITH DELIVERY MIDWIVES  

When discussing their feelings about, and relationship with, staff on delivery, women had a range of emotions and reactions: from feeling very confident and safe to fearful and mistrustful. Some were too distracted by the process of labour to even notice how they were being treated others felt reassured and supported. 

Seven women described negative experiences with members of staff while they were giving birth. This ranged from being ignored; feeling neglected; to being refused help and, on two occasions, women described midwives getting angry with them for touching them or holding onto them during their labour. 
Positive Experiences 

Two women said that they felt they were safer and received better care than they would have done in their own country. 

 “They helped me, yes they were very good.”

“I had to have an emergency caesarean, they were very nice, reassuring me, telling me everything was going to be ok.”

“There was on lady who was very, very nice – she kept coming back in on her next shift to see how I was, and if I had the baby yet.”

“They were very nice, they helped me a lot – after birth they helped me to get up and get washed – they were very nice.”

Negative Experiences

In several instances, the women interviewed wondered if their treatment by midwives on delivery was racially motivated.  
One woman who had given birth in her own country did not want to give birth on the bed and asked if the mattress could be moved: 

“She just refused and then left me alone, later when I started feeling the pain and I touched her she said no, no, leave me alone. It’s not a way to talk to somebody in this type of condition.” 

In this, the woman felt she was being discriminated against because of her colour and her status as an asylum seeker. She described the same midwife, after delivery, refusing to help her go to the toilet, she had been ill and started to black out when she stood up. 

“She said ‘go by yourself’ - because she was talking to me in a bad way, after that I didn’t say anything to anybody because I thought maybe they are all like that...if somebody answers bad to you, you are frightened to ask somebody else then.”

Another woman who was in labour for several days said she felt supported by some midwives but very neglected by others. 

“I cannot find a reason for it, the only thing I can think of is just because I was a refugee...sometimes you find excuse for people when it is busy or it is a weekend but when some people are doing it on purpose – you can tell.” 
“Is it because I am a black person – I started thinking all kinds of things like that.”

One teenage mother, however, felt that her treatment was about a general lack of compassion and awareness, caused by a prejudice about her age rather than her colour. 

“Right after I had...(my baby) the midwife told me, ‘I don’t want to see you next year – you will think that giving birth is a joke because you’ve had her easily, you will think that it is a joke.’ She didn’t know what it was that I went through during my pregnancy...I nearly lost my daughter...”

POST NATAL CARE 
“They didn’t really ask me what I was going through. You feel lonely, you feel nobody is concerned about you. They just give you the medicine and then that is all, nothing more.”

POST NATAL WARD  

Positive Experiences 

There were mixed experiences of staff attitudes and sympathy on post natal wards. Some women felt that they had been cared for in hospital after giving birth. They said that midwives had checked on them frequently, asked them if they needed anything and had looked after their babies while they rested or washed. 

“The staff were amazing after on the delivery suite. They were really friendly, really nice. I had a good experience overall.”
Another woman who went straight home from delivery felt staff were very encouraging and supportive with breastfeeding. They wanted to make sure that she could feed her baby on both sides before discharging her but also made it clear that it was her choice if she wanted to go. 

The woman whose son was in foster care had to remain in hospital for three days, she felt that the staff were very understanding about her situation and her anxiety. 

And the woman who had been unhappy on the Maternity Assessment Unit had a very different experience of staff on the Neo-natal unit. 

“They were very, very nice people. They would talk to me all the time and explain what was happening.”

Negative Experiences 

Others felt that staff did not have very much time to give them and didn’t feel that they had any idea about the situation they were in, new mothers in a strange country with no family or friends. 

 “It is all new, you want people around you, you want people to be there even if they are not doing anything for you. You just want to know that someone came and checked on you, you want to know that people cared and that they want to be there for you.”

“They didn’t care about any of us. We were just there and that was it...I just assumed that was the way they did it...they didn’t treat us like people who needed care really. Not asking you if there is something wrong, not talking to you or spending some time with you, just ignoring you or assuming you are fine. If you are not complaining that means you are fine. Sometimes you don’t complain because you don’t know how to complain – not because you are fine.”

“They didn’t notice or ask anything about my family, if I was on my own here. I wasn’t very comfortable there and I was all alone. I was more lonely when I was looking at my baby, I felt more sad because I was alone. The nurse came to check her but apart from that, I was alone.”

“I got the feeling when the midwives were coming they would talk to other white women, chatting and laughing, you can hear them asking about them, their life, how is it going, but with me they never asked me about what is going on in my life, they just come and feel my stomach, I don’t know why, I don’t know.”

One woman was not allowed to leave hospital because she didn’t have a baby car seat, despite having no car and no-one to pick her up. 

“They wouldn’t discharge me, I just felt like– let me out, I will just hold her and go – they wouldn’t let me leave the ward, I was so angry.”

Mental Health 

The majority of women had suffered depression and anxiety throughout their pregnancy and this continued or intensified after the birth of their child. Only one woman said that she had received counselling for post-natal depression. She was referred to a counsellor through her GP. 
“Physically I was ok – but emotionally I was not and I didn’t know where to go to and it was just like I had to find my own way to be strong. I was just like a robot really...I was not unwell because I couldn’t let myself be unfit, if not I would just break up but in my mind I was very weak.”

A teenage mother who was alone when she gave birth described her feelings on the birth of her daughter. 

“It was very difficult, I was very happy to have her but when I looked at her I think one day I will have to tell her about her dad and sometimes I have got tears when I think about it all.”

“The hospital staff assume that everyone is ok unless they say otherwise. There was no awareness of the fact that many asylum seekers will have experienced great trauma and have associated mental health issues.”

One woman attempted suicide when her son was seven months old and it was only then that she was given the support she had needed since his birth.

“People started caring about what I was saying to them. Before that, assumptions were made about me because I am an asylum seeker. You are asking for help but the attitude is that you don’t deserve it...it is too difficult to help you, we are not prepared to do it.”
Many women said that they were visited by midwives and health visitors but that they were never asked about their emotions or how they were coping. 
“Everything was just about the medical but if you are not ok in your mind you will never be well – and if you are not ok in our mind then it is harder for you to look after yourself.”
Several women were still living in shared accommodation when they came out of hospital; one woman was discharged to a 12th floor flat where the lift frequently didn’t work; another was living in a tiny bedsit and one woman had been moved while she was in hospital, from an area she knew and where she had friends to a different part of the city. 

After being discharged back to Hillside accommodation centre one woman said she had developed an infection and that staff had refused to call a doctor. 

“I feel they did not care about my health.”
She was eventually seen and prescribed antibiotics. Within weeks she was re-housed out of Leeds. When she arrived at her new home, a tiny room where she would be sharing a kitchen and toilet with four other families there was no electricity, no heating and no cot. 

Home visits

All except one woman received at least one home visit by a community midwife and had several visits by a health visitor. Most women found these visits useful for getting support with breastfeeding, and information and advice about where to go if their baby was ill.  Some women seemed to have been in contact with their health visitor over a long period and valued the support they were able to give them, others were only visited a few times. 
“The midwife just checks, but the health visitor is good, she speaks with me. Because I am very tired and need someone to speak with me, she gave me confidence I said to her I can’t speak English well, I have bad luck, just I live for my children – she gave me confidence and speaks with me.”
“I cry for my health visitor – if it wasn’t for her I wouldn’t have reached Solace...” 

 At the feedback event there was a lot of interest and some confusion about the role health visitors should and could play in supporting women. Many women said they didn’t realise they should have had an ante-natal visit from their health visitor and felt they would have benefited from this. 
CHILDREN’S SERVICES 

Several children had experienced chest problems, wheezy breathing and asthma, and had been taken to GPs, walk in clinics and A&E. Many women felt that their breathing problems were directly related to living in cold and damp accommodation.

One woman who spent several months in a detention centre had a particularly distressing experience with a doctor who she said was more interested in assessing whether her baby was well enough to be deported rather than treating him or listening to her concerns.   

Other children had been treated for a variety of different illnesses, some requiring operations and referrals to hospital for tests. In these instances, women expressed concerns that they had not fully understood what was wrong with their children and what was being done. There were difficulties understanding the referrals system and interpreters were not used to explain what was happening or allow women to ask questions. 

One woman whose daughter has cerebral palsy felt very happy with the support she had received for her daughter. Her daughter is seen regularly at a special clinic and at LGI, and she is visited at home every week by a physiotherapist. The same interpreter is used at all appointments where it is needed and the woman has been given time and support to understand her daughter’s needs and how to care for her.

“All of it is good – the people are very kind and teach me slowly about what I can do for her. We had so many questions, we were very confused and tired when they brought her home, we had many questions and even though they tried to answer, we still didn’t understand.”
INTERPRETING/COMMUNICATION 

“Sometimes I was not understanding everything but I was just saying yes – they said my English was good.” 

This section looks at interpreting and communication issues which cut across all areas of discussion and all aspects of women’s experiences. 

Issues Around Use and Non-Use of Interpreters
Out of the 20 women interviewed, 14 said they had needed an interpreter during their pregnancies. But across the group and their various experiences, use of interpreters was inconsistent. There was no correlation between the level of a woman’s English, whether she had anyone with her, whether she asked for an interpreter or even if there was a problem with the pregnancy and whether she received an interpreter.  

Several women said they had been offered an interpreter once but turned it down. They said they wanted to show they could managed and were willing to try. 

“I wanted to learn by myself, I wanted to rely on myself – that was the problem”

This was often at the expense of understanding what was happening to them. 

“They offered me an interpreter one time but I didn’t like it – I wanted to understand everything by myself. I didn’t understand everything that she was talking about – I was having a problem with my blood, I know it was rare but I still don’t know what the problem was.”

During the initial stages of this research, when interpreting needs were discussed several women said they could manage without an interpreter. When the issue was explored further and a rapport was built up, they felt more confident to admit that they would understand and be able to say more if an interpreter was present. 

Women also described feeling pressured, even by otherwise sympathetic midwives and health visitors, into not asking for an interpreter. 

“It would be much better if there had been an interpreter there to make me understand. But all the times they say your English is good – they say you have to help yourself, you don’t need an interpreter...you can manage.”
“They told me – it is only two questions and it will be quick you don’t need an interpreter.” 

Those women who asked for an interpreter but were refused were either given no reason or were told that it was too complicated and expensive to book an interpreter.  

“They didn’t offer me an interpreter because they said my English was fine, but I think that there is discrimination. They know that you are an asylum seeker and you are from a different country, so you must be discriminated again and humiliated.” 
There were many examples of health professionals assuming that a woman would not understand them and therefore did not attempt any form of communication.

“There is no effort, people are not going out of their way to communicate.”

“I understand quite alright but I don’t know if they are understanding me, the kind of response I was getting from them – I wasn’t happy with it at all.”

Interpreting at Ante-Natal Appointments

Communication and interpreting are key elements in establishing a relationship with women, personalising their care, promoting key health messages and involving women in planning their pathway of care. One of the women who described the most positive relationship with her midwife was one of the very few women who had the same interpreter booked for every ante-natal visit. 

Two women said they were regularly provided with interpreters. But nearly half of the women who said they needed an interpreter went through the whole of their maternity care without ever having an interpreter.  

Those who had experience of both Language Line and face-to-face interpreters did not think there was an important difference between the two services. 

“As long as you understand that is not a problem”

Some women said they had no problem with the lack of interpreting. Their pregnancy and birth were straightforward and they had understood what was happening. 

 “(the midwife)...said if any problems arose medically then we will get an interpreter but if everything is ok – your English is good enough to get by...I felt ok about that.”

But there were many examples of inappropriate reliance on family members. One woman who had a high risk pregnancy said she had to rely on her 14-year-old daughter to interpret at all appointments. 

And when interpreters were used, it was not always done effectively. Both of the Arabic speaking women who were interviewed said that several times, when an interpreter had been arranged, they spoke a completely different dialect which they could not understand. 

One young woman who had considered having an abortion talked about the impact of having an interpreter and a discussion with another person would have made to her situation.  

”An interpreter could have given me alternatives – talking to someone when you can talk and really understand, it gives you more choices. I think the time I wanted to have an abortion, I think I would have understood having someone to talk to...to sit and talk to maybe understand my feelings and someone to support me.”
Ante-Natal Hospital Appointments Interpreters 
Two women were offered interpreters at their hospital ante-natal appointments. The majority of women attended appointments on their own. Two other women were regularly accompanied by either a befriender or doula, who were able to explain afterwards what had happened. 

“When she was with me I think I was treated better than when I go alone.”
Women were given either one or two scans, the first scan is to give a more accurate due date, the second checks the foetal development and looks for a number of indicators of abnormality. Most women felt that they understood the purpose of the scans and as long as there were no problems with their baby they did not express any concern about the lack of interpreter at this stage 

“I did not understand what was going on but I guessed that it was normal and to see everything was ok with the baby, all I understood was that everything was ok.”
But other women were often left to deal with difficult information about their own and their babies’ health. Sometimes following hospital appointments, women were given written information/leaflets to take home. As many felt unable to discuss concerns with their community midwife, they had to struggle to understand what was happening to them and their baby. 

One teenager, whose baby was at risk of having a blood disease which would have necessitated a termination, found this particularly hard.  
“They just gave me a leaflet...so what I was doing was just going home and read them through and if something didn’t make sense to me I would go back to the dictionary – it was a big work. I would look at it and I would just think try and imagine what was going to happen. I think it is right for people to give you information regarding your case but they have to make sure that you can cope with the information. At that age and without anybody to support me, I’m just going to say that I didn’t cope at all...it was too much.”

Several women said they had asked for an interpreter but were refused. This included one woman who was admitted to hospital with high blood pressure and was very frightened for her baby’s life and for her own life. 

“I don’t speak English but I understand, if I had an important question to ask I couldn’t because I don’t speak English well enough – I wanted to know – am I in danger? Is my baby in danger? What will happen if it comes so early?”
When women did have concerns and questions, poor communication and absence of interpreters caused significant and unnecessary anxiety. 

Health professionals carrying out ultrasound scans and other screening tests were often described as being helpful and communicative. But others who were offhand or uncommunicative caused unnecessary anxiety and distress to women who were coping with their fears about pregnancy in total isolation. 

“She said that the baby looks like a girl – but its head is really big – I was so scared...I just kept thinking about it, I had a horrible feeling that she was going to come out and she was not going to be normal. Because of the way she said it to me, I couldn’t ask her anything else.”

Another woman who had regular scans because of her fibroids was anxious that the frequent scans might be damaging to the baby. She never felt able to voice these concerns either in the hospital or to her midwife. Both of these women spoke very good English and the difficulties around understanding were not rooted in the lack of an interpreter but in a lack of compassion and communication. 

Communication/Interpreting Issues During Labour 

Two women had an interpreter during labour – one was an identified high risk birth. One had interpreter arranged but they didn’t turn up so language line was used to explain the process of being induced. None of the three women who were induced had an interpreter and they had no idea what was happening to them. 
Three women who needed interpreters had partners with them who had better English than them and were able to interpret.

The majority of women did not express strong feelings about lack of interpreter in labour. Women felt it was much more important to have someone with them to support them, hold their hand, encourage them and ask questions on their behalf. Many said they felt too involved in the pain of giving birth to want to talk: they understood what midwives were trying to communicate to them and didn’t need or want to ask questions themselves. There were others who would have preferred an interpreter and the lack of interpreting was particularly difficult for those women who were giving birth alone and for the first time. 

“it would have made a big difference to me,  at the time I didn’t have a lot of English and an interpreter would have been able to explain what was going on.”

One woman spent more than a week on the Maternity Assessment Unit because of her high blood pressure. She felt that some of the midwives were racist towards her and described them banning her from using her mobile phone while letting other white women on the ward carry on using their phones. She also felt that without even knowing whether she could speak or understand English, staff made no effort to speak to her or reassure her. Whenever her doula visited her on the unit, she said that staff spent a bit more time with her and explained what they were doing. 

“I was frightened to die, I was frightened the baby would die. When you are at the hospital you expect that people will talk to you and try to reassure you. But they did not speak if they wanted to do something they would just come in and put the monitor on take my blood pressure, then leave.” 

Another woman, who spoke fluent English and had worked as an interpreter within the health service said that the doctors who dealt with her during her labour seemed to  assume that because she was wearing a headscarf she couldn’t speak English and didn’t introduce themselves or speak to her. 
This same woman said that as an interpreter she had attended ante-natal appointments regularly with more than 30 women. She said that her name and number were included in the notes women brought into hospital, but she had only interpreted at one birth.  

Interpreting Issues Post-natal  

Only two women had experience of interpreters in hospital after giving birth, in both cases this was when there was a problem with the baby’s health. 

“After I asked for an interpreter the neo-natal unit provided one – I asked because I had a lot of questions about my child. I was frightened and I was crying all the time. For the first time, someone listened.”
There were several instances of difficulties in communication on the post natal ward. Only one of the women could remember the information she had been given in the hospital prior to discharge. The majority said that the useful information they had received came from their health visitor visiting them at home. 

With one exception, no interpreters were provided at post-natal visits. 

The woman who received counselling for post natal depression through her GP said she had a different interpreter each time she went. Sometimes the dialect they spoke meant she could not understand them; other times she said she did not feel she could trust the interpreter’s confidentiality because she referred to other women she had interpreted for. 

One woman whose daughter has cerebral palsy has had regular home visits from a physiotherapist and each time the same interpreter has been used.

”when they come to the house they bring interpreter – since she was born they have been bringing the same interpreter – it is always him. Sometimes when I forget things he remembers what has happened before.” 

ANALYSIS OF FINDINGS 

One of the major themes to emerge from this report was that it is neither possible nor productive in terms of meeting women’s needs to view them separately from the asylum system that they are living through. 

The current asylum system does not take into consideration the particular needs of pregnant women and very often forces people into poverty, degradation and destitution. The report describes the impact of that system on the lives of those seeking refuge in this country. It also examines what happens when women then become part of the maternity system which does not always have the time, resources or understanding to acknowledge their experiences as asylum seekers. 

Many conclusions and recommendations deal specifically with issues affecting asylum seeking women. But many others touch on issues which are relevant to all woman and impact on their experiences of pregnancy and childbirth. 

· The findings of the report confirmed that the current asylum dispersal system is contributing to some women booking late with a midwife. This in turn is acknowledged as creating a significant risk to the health of both mother and baby. 

· Even after dispersal to Leeds, it was common for women to be moved several times: either when their status changed; when they became eligible for Section 4 support or when housing providers lost contracts and evicted tenants. The impact of this is increasing women’s sense of displacement and disrupting social networks which are very often women’s only source of support and information. 

· Movement across the city also makes it difficult for maternity services to provide a consistent level of care for women and frustrates attempts to refer women into local support services. 
· The research found that many women were living in appalling conditions of poverty and that this inevitably has a serious effect of their quality of life, the health and mental health of themselves and their children. 

· Emergency accommodation and hostels appear to make little or no concession to pregnant women particularly in relation to diet. 

· If NASS housing was not provided by Leeds City Council it appeared particularly difficult for health or other professionals to raise complaints and effect any change. 

· The research confirmed that along with other refused asylum seekers, pregnant women and children who are unable to return to their country were living on the streets with no form of support. 

· Of the 20 women interviewed, two women described having been arrested in dawn raids and imprisoned in detention centres with their babies. 
· The research found that the system of voucher support forces women to walk, sometimes miles, throughout their pregnancy to do their shopping. It also restricts women’s access to the things they need to buy for themselves and their children.

· Many women on vouchers had to walk to hospital appointments and some women felt they had no option but to walk to hospital when they are in labour. The research found that these problems were exacerbated by staff within the maternity system whose lack of awareness means that women were either discriminated against or that midwives were not intervening to assist women access services. 

· The findings found that where pregnant women were referred directly to hospital, staff appeared to have assumed that women were either already being seen in the maternity system or that they have understood how to access those services. In reality women, particularly newly arrived may not be registered with a GP, may not be clear about their entitlement to free maternity care. The impact on this was that some women received very basic ante-natal care consisting of three or four visits to hospital for scans throughout their whole pregnancy.  
· The report found that those women, with one exception, who were positive about their community midwife had received all or most of their care from midwives working out of Surestart/Children’s Centres. Those women who were referred to the Surestart midwife attached to Choto Moni said they had felt very well supported. The picture presented over the interviews was not one of a system response but rather of a few practitioners working well in different parts of the maternity service. 

· There were some cases where community midwives were described as being hostile, prejudiced towards women they felt because of status. The majority of women described having no relationship with midwife. They felt there was no time to talk, or cover anything other than basic checks. The research found that this meant significant physical and mental health problems were being missed. 

· The research found that asylum seeking women were not being offered the same options as other women around pain relief either in ante-natal appointments or during labour. 

· The research also found that asylum seeking women interviewed did not appear to be offered the same choices around home birth. For those living in shared accommodation, hostels or emergency accommodation this would obviously not be an appropriate option. But women in their own accommodation with older children felt this would have been preferable to leaving children with relative strangers or having them placed with foster carers. 
· The research found that community midwives were not regularly referring women to the tailored ante-natal classes currently running in the city, i.e. Choto Moni and Haamla. This could be a result of lack of awareness or that not enough time was being taken in appointments to actively promote these groups. 

· Very few women said they were helped by their community midwife applying for benefits. Instead many women said they were advised about additional maternity payments by health visitors, health access team nurses and friend. Some women however missed out on benefits they were entitled to. 

· Friends and social support networks play a vital role in reducing the extreme isolation faced by many asylum seeking women. For many of the women interviewed these networks were the main source of information which enabled them to better understand and negotiate both asylum and health systems. 

· Some of the gaps in current health service provision are being filled by agencies working in the voluntary/community sector. In particular the role that doulas and befrienders played as birth partners made a significant difference to the level of distress experienced by women during labour. The research showed that only small numbers of referrals were being made into these and other support services by community midwifery. 

· Scan photos can be an important part of enabling women to bond with their baby. In Leeds a £5 charge is made for this photographs which was prohibitively expensive for all but one of the women interviewed. Several of the most isolated women described how much it had meant for them to see their baby at the scan and yet they had been unable to afford to buy a photograph. Leeds Maternity Services Liaison Committee have been in communication with the radiography department who have clarified that all women are offered one free scan photo and that the £5 charge is for subsequent scan photos. This was not the experience of any of the women interviewed in this project. 

· A significant number of the women interviewed went through labour without anyone to support them. Many women described feeling neglected and uncared for and some women reported midwives behaving in a way they felt was discriminatory. Women who had a doula or befriender with them felt staff spent more time with them than they would have if they had been alone. 
· Many women described struggling during their post-natal stay in hospital. While a few women felt that staff on the post-natal ward were sympathetic to their situation, many described feeling very isolated and said that there was little attempt to communicate with them. The report showed that the post-natal period in hospital is a missed opportunity to make an assessment of how women are, what situation they are returning home to and what kind of post-natal support she might need. 
· A large proportion of the women interviewed said they had been depressed, anxious or stressed during pregnancy and this had intensified after giving birth. Although some of the women received support for mental health problems very few described this help being built in during their pregnancy. 
· The research showed that women’s experience with health visitors seemed to vary dramatically across the city. Many women described long term involvement with health visitors and for others they provided a vital link to support services during their pregnancy. The majority of women found the information health visitors gave them post-natally very helpful. Ante-Natal home visits provide an excellent opportunity for an assessment of women’s social and emotional as well as physical needs. However many women did not have an ante-natal visit and were unclear about the role of health visitors. 

· The research found that there was no consistency in the current use of interpreters. There is not sufficient discussion with women to properly establish their interpreting needs. Good communication aided by reliable female interpreters, is essential to enable health professionals to establish a trusting relationship with women and to make robust health and social risk assessments. At every stage of their maternity experience, women described being refused an interpreter.
· The research also found that a lack of interpreting was not the only and often not the biggest barrier to communication or to women receiving good care or establishing relationships. A lack of time, awareness and in some cases prejudice prevented staff from making attempts to communicate with the women in their care. 
RECOMMENDATIONS 
All individuals and agencies in contact with pregnant asylum seeking women need to take responsibility for ensuring they access maternity services as early as possible and should also make sure that women are referred to others support services. 

Provision of Care for Asylum Seekers and Refugees
· Continuation of a named lead midwife with responsibility for asylum seeking women and refugees with particularly complex needs, including destitute women

A review of the current maternity services model to ensure the needs of asylum seeking women are met. 
· Community midwives should be able to spend more time assessing women’s needs

· The additional time needed for using interpreters needs to be built into community midwives’ workloads

· Continue to provide financial support to both of the specialist ante-natal services in the city

· Invest in advocacy support for pregnant asylum seeking women

· Ensure greater consistency in ante-natal home visits by health visitors

· Work with staff in dispersal centre, hostels and emergency accommodation to ensure they are clear about referral routes for pregnant women

· Robust health and social risk assessment should take place at every stage of the maternity system from booking to postnatal wards and home visits

· Adapt and extend the existing scheme to reimburse women on low income for their travel costs to hospital to benefit asylum seeking women, including those on Section 4 support

Training and Support 

Recommendations for training should be incorporated in medical and midwifery training within universities as well as being part of ongoing professional development

Training for health professionals should include: 

· understanding the practical and emotional realities of life in the existing  asylum support systems

· communicating with people whose first language is not English

· understanding that the use of interpreters is a basic requirement for establishing medical, social and emotional needs and that the  respecting the rights of women’s requests for interpreters

· create expectation of interpreter use on post-natal wards and at initial post-natal visits by both community midwife and health visitors

· how to support women who have suffered trauma and who might be in a state of anxiety and fear, in particular delivery staff should be aware of the potential for women to experience flashbacks to traumatic events during labour

· increased awareness of issues around FGM, including potential complications for women during pregnancy and birth, ways of talking about the subject in a non-judgemental way in order to ensure appropriate referrals are made to the FGM clinic in Leeds 

Support for health professionals should include: 
· provision of up to date directory of organisations supporting asylum seekers in Leeds and a list of national agencies who can provide current information about asylum seekers’ entitlements. Midwives could be kept informed of changes via the BME News which covers maternity matters affecting Black and Minority Ethnic Women. 

Interpreting 
· Consider carrying out an audit of current patterns of interpreter use

· Interpreters should be seen as a basic right. They should be used more frequently and with greater consistency. 
· Identify gaps in the current bank of interpreters, actively recruit more female interpreters

Community Practice 
· Women should be given information on how to raise concerns or make a complaint about any aspect of their treatment and the role of midwife supervisors should be explained

· It is important to reassure women that a complaint will not affect either their asylum claim or their care

· Women should be reassured that they are entitled to free care from a midwife and GP

· All women should be provided with the same information about different forms of pain relief to empower them to make their own choices during labour

· Home births should be discussed with all women

· Inability to pay for transport to hospital appointments or during labour should be identified by community midwives and a plan should be put in place to enable women to access services

· Community midwives need to establish whether women have a birth partner and make appropriate referrals to doula service

· Women should have access to appropriate antenatal education/ preparation for parenthood classes which are able / designed to meet their needs

Hospital Practice 
· Hospital staff should be proactive in referring women who find out they are pregnant in hospital to a community midwife and should contact maternity services to ensure that women are seen

· Ensure that all women receive one free scan picture even if they have missed their dating scan

· Consider options to reduce use of ambulances. This could include a scheme to allow delivery staff to order taxis specifically for women who have no money to get to hospital

· Birth partners and those attending with a woman, i.e. doulas or interpreters should be clearly informed of how to raise any concerns about the treatment of women on delivery

Other Considerations 

Although the aims and objectives of this report have not been to inform or change immigration policy, it seems appropriate that there should be some response to the impact these policies have on pregnant women and their children. 

· The particular emotional, practical and physical needs of asylum seekers during pregnancy, labour and in the post-natal period should be taken into consideration alone with medical grounds which affect when and where people are dispersed

· No pregnant woman, child or their parents should be left destitute

· Bring an immediate end to the detention of children and review the use of detention as part of the immigration process

· Basic health and safety standards should be strictly enforced in NASS accommodation

· A clear mechanism should be put in place for health and other professionals to report concerns about the standard and state of NASS accommodation as well as providing tenants with information to make formal complaints 

· Contracts with caterers providing meals in NASS accommodation should require them to make arrangements for anyone, including pregnant women, attending hospital who would otherwise miss a meal, either in the form of money or a packed lunch. Caterers should also be required to provide food in between set mealtimes for pregnant and breastfeeding women 

· The Healthy Start scheme which entitles pregnant and breastfeeding women to free vitamins and milk vouchers should be adapted and extended to include all asylum seekers including those on Section 4 support 
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APPENDICES 
APPENDIX 1

Mothers in Exile project 

My name is Megan and I work for Women’s Health Matters which is a charity independent of the National Health Service or any government department. I have been employed to do research into maternity services in Leeds.

The project is about giving women seeking asylum or refugees the chance to tell their stories about pregnancy and childbirth and we hope it will help to change the way women are understood and treated in the future. It can’t address the system of seeking asylum in this country and the difficulties this causes but the report I write after meeting and talking to you will be listened to by doctors, nurses, midwives, health visitors and many other health professionals. 

· The interview will last between 1 and 2 hours. 

· I will meet you once before the interview to introduce myself, answer any questions you have and to arrange the interview

· Female interpreters will be used if needed or you can choose to have a partner or someone you know to interpret

· Childcare can be provided 

· Interviews will take place either in your home or somewhere else you feel comfortable

· Travel to interviews will be arranged and paid for 

· We can offer you a £10 shopping voucher for taking part

· We will not name you in the finished report and we will not include any details which could identify you 

· You don’t have to give any details about your asylum status or talk about why you are here 

· You are not under any pressure to take part in the interview if you change your mind at any time that is fine 

· We will arrange an event in November for you to come to and hear what other women have been saying and add anything else added to final report. 

If you feel you might like to share your experiences and take part in this project or would like to find out more, please contact: 

Megan Waugh 0113 2762851  mobile no. 07981497296

megan@womenshealthmatters.org.uk
APPENDIX 2 

MOTHERS IN EXILE
Research Project 

for Women’s Health Matters

Mothers in Exile is a research project working with women asylum seekers and refugees who have given birth in Leeds.  

We will be discussing experiences of children and maternity services; ante natal care, hospital experience; support after birth, relationships with health visitors, GPs, midwives. Impact of asylum status, claim, childcare for older children, interpreters/language barriers and any other issues which have affected women’s experiences.

Something about the affect of the research?  

Asylum seeker or refugee who has given birth in Leeds

Prepared to share their stories in a one-to-one interview lasting between one and two hours

Can offer £10 vouchers for taking part

Interpreting and childcare and travel expenses available  

Interviews will be taking place from end of May onwards

If you feel you might like to share your experiences and take part in this project or would like to find out more, please contact: 

Megan at Women’s Health Matters on 0113 276 2851 or e-mail megan@womenshealthmatters.org.uk
APPENDIX 3A
Mothers in Exile project 

My name is Megan and I work for Womens Health Matters which is a charity independent of the National Health Service or any government department. I have been employed to do research into maternity services in Leeds.

Pauline or Cherry at LASSN have suggested that you would be an ideal person to interview because of your experience of these services.  This leaflet will give you some information about this project to help you decide if you want to take part in the interviews. 
This project is about giving women seeking asylum or refugees the chance to tell their stories about pregnancy and childbirth and we hope it will help to change the way women are understood and treated in the future. It can’t address the system of seeking asylum in this country and the difficulties this causes but the report I write after meeting and talking to you will be listened to by doctors, nurses, midwives, health visitors and many other health professionals. 
· The interview will last between 1 and 2 hours. 

· I will meet you once before the interview to introduce myself, answer any questions you have and to arrange the interview

· Female interpreters will be used if needed or you can choose to have a partner or someone you know to interpret

· Childcare can be provided 

· Interviews will take place either in your home or somewhere else you feel comfortable

· Travel to interviews will be arranged and paid for 

· We can offer you a £10 shopping voucher for taking part

· We will not name you in the finished report and we will not include any details which could identify you 

· You don’t have to give any details about your asylum status or talk about why you are here 

· You are not under any pressure to take part in the interview if you change your mind at any time that is fine 

· We will arrange an event in November for you to come to and hear what other women have been saying and add anything else added to final report. 

If you feel you might like to share your experiences and take part in this project or would like to find out more, please contact: 

Megan Waugh 0113 2762851  mobile no. 07981497296

megan@womenshealthmatters.org.uk
Pauline Cooke 0113 3805687

Cherry Lander 0113 3805693
APPENDIX 3B
Dear

I hope you and your family are well.

I am writing to request your help with a project that I and LASSN have been very involved with from the beginning.  It is run by Women’s Health matters, an organisation in South Leeds and is called ‘Mothers in Exile’.  It involves carrying out research into maternity services in Leeds for asylum seekers and refugees.

The chosen researcher, Megan, I helped to recruit and can assure you complete respect and anonymity.   If you choose to get involved, she would set up an interview with you, in your home if you prefer, and ask you about your experience of having a baby in this country; so for instance, did you get the support you needed, what could have been different? etc.  There need be no discussion about your circumstances for being in this country or your asylum status.

These interviews will then be collated into a report which will hopefully help improve existing services by highlighting gaps of support and areas that need changing.

I am therefore asking permission to pass on your details to Megan.  Some high street vouchers are available for those who agree.   Please do not hesitate to contact me if you have any concerns.  If I do not hear from you Megan will contact you in due course.

I hope you will feel willing and comfortable to participate in this project.

Many thanks

Pauline Cooke

Befriending Co-ordinator

LASSN
APPENDIX 4 

INTERVIEW GUIDELINES
Need to emphasise that it’s their experience that is valuable, doesn’t have to be bad or good doesn’t have to be anything but what happened to them. 

Introduce interpreter – name, something about them (agreed)

Introduce yourself, Women’s Health Matters (emphasise independence) and what project is about 

Give vouchers at the start and thank them for offering to take part

Discuss confidentiality and its limits

Explain anonymity in final report – reassure that no-one will be able to identify them and there is no way that it could affect any support they get or their position

Interpreting issues – if you haven’t understood me ask – maybe I’m making it too complicated. If you think by the way I react or ask another question that I haven’t understood what you have said – might be me, might be the interpreter – please stop and we can go back. It’s your story, your experience it’s important that we hear it as it happened to you and as you tell it. 

Right to withdraw - you don’t have to tell me anything you don’t want to – and you have the right to stop the interview. You don’t have to tell me why you are here or give me details about your asylum claim though it might be helpful if it affected what kind of services you were offered? 

Feedback event in November I will contact them nearer the time with date – childcare – food – chance to hear what other people have said and what I have written – maybe add other thoughts 

Interview will last (however long) if we’re using an interpreter then that’s more rigid
It is going to be important to get women to talk about the specifics of their experiences and why they felt as they did. If someone makes a general comment about attitudes of staff – either positive or negative we need to elicit examples of what happened – why they felt as they did.
Registration and Ante-natal Care

· Where and when registered – if late why? How did you know where to go – registered with GP? Difficulties registering – including problems with being dispersed/Britain? Who came with you to appointments? 

· Interpreting – did you need an interpreter – was one used at any point – when – how was it arranged – who asked for one – quality of interpreter/experience 
· Did you see the same midwife at all/most appointments? Relationship with midwife – did you feel able to talk about your concerns/worries/your situation seeking asylum and how this was affecting you? What did you talk about – birth? Pain relief? Birth partner? Did you make a birth plan? How understanding was your midwife to your situation? 

· (if partner or friend came to appointments/interpreted) – were you ever given the chance to speak to the midwife on your own about anything private you did not feel able to discuss in front of partner or friend? 

· How much did your midwife help you to understand what was going to happen during your pregnancy and birth? Physically and practically? Were you offered information and help with grants/benefits/baby equipment? Where did you get that kind of support? 

· Were you asked about your asylum status by anyone – dr, receptionist – midwife? What affect did this have on the service you were offered/how you felt/how you were treated?

Health during pregnancy
· Health problems – how healthy did you feel?

· How did you feel your status as an asylum seeker/where you were in the process affected your health and pregnancy? Housing – transport, food, money, privacy, vouchers, friends, family?

· Were you offered any ante-natal classes? – were you able to attend? How useful were they? 
· How much did these appointments help you prepare for birth? For the baby? How well did they help you understand what was going to happen – how the system worked in Leeds?  how able to prepare for baby? –emotional social support – where did you get information and support from during pregnancy? 

Ante-natal Care in Hospital

Some asylum seeking women are referred to hospital for all of their ante-natal appointments – not always because of a health problem – try to establish why they are not being seen in community as it has an impact on ability to access care – have to be sensitive to women not wanting to disclose some information i.e. HIV status
· Where did you go – how often – how did you get there – who did you go with – who looked after other children 

· Interpreting arrangements who did it? How was it arranged? Did you ever ask for interpreter? 

· How clear were you about the purpose of ante-natal visits – scans/screening etc? If there were physical complications for you or the baby – how clear were about what was happening? How confident about the service you were given? (were you offered scan picture of baby?)

· How were you treated by the different staff you saw? Did anyone ask you about your asylum/refugee status? How understanding were people of your situation? What did you think about service you got? 

Labour 

· When did you go into labour – what happened – where – who went with you – how did you get there? Who looked after other children? 

· Labour itself – what happened – pain relief, position – who was there for actual birth – If any problems – did you understand what was happening to you – baby? Were you able to give birth in the way you had expected to – pain relief, position. How did it compare to births in own country – previous births? Did you feel able to give birth in the way you wanted to? Afterwards what happened – wanting to breastfeed, able to, given time with baby? 

· Attitudes of midwives on assessment – delivery and during birth? Were they sensitive to the situation you were in? Did anyone ask you about asylum status – how did you feel you were treated? 

· Interpreters – who interpreted – how was it arranged – how good/bad was it? At what point was an interpreter present – for how long? 

Post-Natal Care
· How long did you stay in for? Was it what you were expecting? 
· How did you feel about the support you were given after delivery? What kind of support/information did you feel you needed – did you get it – did you understand it? – How understanding were staff – did you have enough clothes, nappies, bottles, sanitary towels? 

· (If accommodation is a problem) how understanding were staff about the situation you were living in when they discharged you? Were you asked about asylum status at any point while you were in hospital? 

· Medical problems – either you or the baby? How were these dealt with – understanding? 

· Did you understand information on discharge – were all your questions answered? Were you comfortable leaving the hospital when you did? Were you given numbers/information about what to do if you had a problem at home? How did you get home? 

Post discharge post natal support 

· Home visits – who – when for how long what kind of information, advice and support did they give you? Children’s groups – benefits – was it the kind of support you needed? Discussion about them ending – continuing at children’s centre – did you carry on attending? Asylum status? 

· Coping emotionally – support from who? Support from other groups be sensitive to people not saying where they have had support - – children’s groups? Feeding baby – dealing with any health problems – yours or baby’s in early days? 

· Interpreting – all the usual questions – interested to keep asking who asked for the interpreter? 

Children’s Services
· Where did you get information from about child’s health – where to go when you were first discharged from hospital and then later on?  - GP? Six week check? Who did you ask if you had concerns about yourself – your baby? 

· Has your baby had any health problems – what has happened – what have you done? Where did you go?

· Were interpreters arranged if you saw GP or went to hospital with child – did anyone ask you about your asylum status? How were you – your partner – child treated? 

General end of interview question

· How do you feel your experience could have been improved – how do you feel these services could be improved for other women in your position? 
End of Interview Stuff
Post hoc consent – what I’ve said can be quoted in final report for this project and I understand I will not be named. 

How to make a complaint about me, or any aspect of the interview and after – if I’ve said I was going to do something and then I don’t. 

Offer continued channel of communication – take stamped addressed envelope and paper for added thoughts – phone numbers and time limit for contacting me again – possibly another shorter meeting if there is something important you think should be included? 

Any additional support – referrals? 
APPENDIX 5 

MOTHERS IN EXILE     Topic Sheet

These are the areas we will be discussing in the interview

· What kind of care did you get from midwives, doctors, health visitors when you were pregnant, when you gave birth and when your baby was born
· How did you find out what services you could get

· Did you have any problems getting treatment, information or advice when you needed it
· Interpreters - did you always understand what people said to you? Did you ever have an interpreter – were they helpful? 

· How did your status as asylum seeker or refugee affect your health and the way you were treated by doctors and midwives?

· Staff – how understanding were they to your situation?

· Any complications you experienced at any time when you were pregnant or when you were giving birth or after you had the baby?

· How different this birth was to any other children you have had?

· What was good about your experience? How could things be made better for other women? 
· Anything else about your pregnancy and birth in Leeds that you want to discuss
If you have any questions please call Megan Waugh on 07981497296 or 0113 2762851

APPENDIX 6

Things to go over at the start of the Workshops

Confidentiality 
I talked about WHM confidentiality policy before each of the interviews but I think we need to mention it again in this setting. Women need to feel confident that other members of the group won’t discuss what they have said with each other afterwards. 

Could you also say that I’m not taking part in the workshops so it’s a chance for women to mention anything about the interviews they weren’t comfortable with or didn’t feel they could discuss with me

Interpreters/Communication

Each group has an interpreter for one or more member of the group. The other women have good English/understanding. Having an interpreter will slow the discussion down to a level which will make it easier for the other women to understand. 

Some issues worth considering/pointing out at the start of the workshop 
· Introduce the interpreter by name to all of the women in the group and say clearly who she is interpreting for.

· For the interpreters – English is not the first language of any of the women in the group – her interpretation is not for the facilitator but for all of the women so it needs to be very clear and perhaps a bit slower than normal.

· Ask everyone to say if they haven’t understood something. 

· Ask interpreters at the start to use I instead of she when translating what the woman has said.

· Most of the women will have experienced using an interpreter at some point but I think it is worth reminding everyone to talk to the woman and not to the interpreter. 

· I know I hardly need to say it, but there shouldn’t be any conversation between the facilitator and the interpreter that is outside the group. 
Value of all experience and opinions
It is really worth saying that women don’t have to feel they need to be positive or negative. All of their experience is valuable. We are not expecting to hear a particular story or opinion we would just like to know what they thought and felt.

AREAS FOR DISCUSSION  

There are two main areas which I would like to cover in the workshops. 

· What women felt were the biggest positive and negative factors affecting their experience of maternity services in Leeds? 

· Response to what Sarah talked about. 

The first area is the most important one so give this one most time for discussion to develop please. If women have a lot to say could you make sure that you leave at least five minutes to cover the second point?

If you feel that in Sarah’s question section women seemed to have more questions and comments than they were able to raise – leave a bit more time to cover this. 

FACTORS AFFECTING WOMEN’S EXPERIENCE OF PREGNANCY AND CHILDBIRTH 

Listening to all 20 interviews, I can hear which issues come up the most but I would be really interested to know from the women, which they felt were the most important factors in their experience. And if they felt that in my summary I had missed any important issues. 

I would like to know what women felt about their experience/s overall – what the good and bad bits were? 

Some women have had more than one child in Leeds. It would be worth asking women to compare their first and more recent experiences and talk about any differences. 

Positive prompts

Some of the women had quite negative experiences and then there was a turning point when they were put in touch with someone who understood their situation and gave them the support they needed. If someone said they felt they had a good experience you could ask if they felt positive all the way through or was there a turning point? Was all of it good or was there one thing that made the difference? 
Was it because they were supported by an individual midwife or worker? What kind of support were they given/made the difference? 

Did they have friends around who were able to give them support/advice/information? 

Was it the fact that they had someone with them in labour – a partner, a doula, a friend, a befriender? 

Did it make a difference understanding the system – having an interpreter when you needed one? Was it important to you to understand the pain relief that was offered and to be able to ask for it? 

Was it because women were comparing their experience here to other much worse experiences elsewhere? Did they feel safer giving birth here? 

Negative prompts

How did you feel about the way health professionals treated you? (many women described health professional ignoring/neglecting/not treating them as a human beings) Some asked for help and advice and were directly refused others just weren’t given it. Many women felt that their community midwives weren’t interested in them and their experiences – just in the medical facts of checking their blood, their urine and the baby. 

Was it not understanding what was going on, not being able to communicate? Use of interpreters was mixed but there were many instances of women having concerns about their pregnancy, their health and their babies health and not being able to talk about it or ask questions. Some carried deep anxieties about their baby right through the pregnancy because they were unable to discuss it with anyone. 

How did your status as asylum seekers effect your health/mental health during the pregnancy? Many women described living in appalling housing – or being moved around and away from friends and support services. Some were surviving on £35 a week in Asda vouchers and had to walk several miles to hospital appointments or to buy food. The asylum process can go on for years with gaps of no support and then a length appeals process. How did uncertainty of future affect you during your pregnancy – how big a factor was that in how you felt? 
Isolation – no family – no friends – giving birth alone? Nearly half of the women I spoke to gave birth alone. 

RESPONSE TO SPECIALIST MIDWIFE’S PRESENTATION
She said that she would be talking about her role as Specialist Midwife. She will be mentioning local and national policies and how these impact on what is happening in Leeds and she will go on to say a bit about what changes she is trying to make. Many of the women have met this midwife through Chapeltown Surestart. For a lot of them she made a huge difference to their experience. 

What do they think of what she said her job is about – in general – should there be someone with that role? 

What do they think of the practical things she has done/is doing? If they didn’t feel able to ask her things in front of the whole group – what would they like to ask her? What would they like to know? Do they think she should be doing something else? Something more? Is she missing things? Do they have any concerns? 

What do they think of the national and local ‘drivers’ which she talked about. Did it make sense? How did it make them feel? 
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Interviews with individuals

Womens Health Matters – Mothers in Exile project

Consent Form

Researcher: Megan Waugh

Tel: 07981497296

Project Manager: Hayley Goddard

Womens Health Matters, Bridge House, Balm Road, Leeds, LS10 2TP

Funders: Leeds Special Grants and NHS Leeds Children’s and Maternity Service

	
	

	· I agree to take part in the Mothers in Exile project.


	

	· I understand that my participation is voluntary and that I am free to withdraw at any time, without giving reason.


	

	· I have had the opportunity to ask questions.

· I agree to the interview being recorded 


	

	
	

	· What I have said can be quoted in publications, but without my name being used 
	



Name of Participant



Date



Signature


Name of Researcher



Date



Signature
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