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Introduction
This report gives a summary of the methodology and findings from a 3-month information and outreach project targeting pregnant women and new parents from black and minority ethnic and refugee communities to facilitate their access to antenatal and postnatal healthcare, support services and benefits. In particular the project aimed to reach asylum seekers, refugees, homeless families, those with little or no English and women who face additional obstacles to accessing the maternity services.. The aim of the project was to consult with service users, both currently pregnant women and families with a baby under the age of two years. The women were to be recruited through community groups, their needs ascertained and thereafter ‘information materials’ to be produced and piloted to improve information and support.

The stories and experiences expressed by many of the women interviewed resonate with issues broached by recent governmental reports, notably the National Service Framework for children, young people and maternity services (DH, 2004) and Why mothers die 2000-2002(CEMACH, 2004). 

The project was advised by a steering group that includes representatives from the Royal College of Midwives, The Community Practitioners and Health Visitors Association, The Refugee Council, The King’s Fund, CEMVO, primary care trusts and a Consultant midwife specialising in public health.

Background to the Project
In July 2004 the first meeting of the steering group for this project met to share ideas. At that time there were a number of reports, which had highlighted that for some groups in society there were poorer outcomes in terms of morbidity and mortality around childbirth.  The Confidential enquiry into Maternal Deaths 2002, Why mothers die, indicated that for women from some minority ethnic groups the risk of maternal death was twice that for a white woman. In addition women from ethnic minority groups made initial contact with maternity services later than their white counterparts.  A large number of these women spoke little English and in many cases family members acted as interpreters.  Since July 2004 a subsequent ‘Why mothers die’ report has shown that these issues remain paramount,

“The most disadvantaged women are 20 times more likely to die than those from higher socio-economic backgrounds, and women from ethnic groups other than white are three times more likely to die. Mortality rates among refugees and asylum seekers are particularly high. These problems are related to accessing health care and need to be addressed” (CEMCH, 2004.pvii).

Further, in the report, questions are raised as to whether maternity services are inaccessible for reasons such as distance, cost or socio-cultural barriers. The importance of interpreting service and contact with voluntary organisations to offer social support was highlighted (CEMCH, 2004).

In October 2004 the Department of Health published the National Service Framework for Children, Young People and Maternity Services. Standard 11 concerns maternity services. It states that women should have easy access to supportive, high quality maternity services, designed around their individual needs and those of their babies.  It stressed that maternity services should be,

“…Proactive in engaging all women, particularly women from disadvantaged groups and communities early in their pregnancy and maintaining contact before and after birth” (DH, 2004.5).

Among the cited research finding within the report is that women want,

“To receive adequate information and explanation about their choices for childbirth, including pain relief and hospital practices” (DH, 2004.27).

And,

“Delivering effective ante-natal care is dependent upon effective and sensitive provision of non-directive information and support” (DH, 2004.18).

Finally it reaffirmed the centrality of options rather than routine, reflecting back to Changing Childbirth (1993) which stipulated that all women should have choice, continuity and control throughout the ante-natal, labour and post-natal period.

At the end of July, the Healthcare commission published its investigation into the maternity services of North West London Hospitals NHS Trust following the occurrence of nine maternal deaths in three years.  Some of the key issues raised by the women were lack of information and support. The report found there was inadequate support for women whose first language is not English, family members were frequently asked to translate information.

The enquiry reported that staff were unsure about the entitlement to maternity care for overseas visitors, including asylum seekers;

“This was also included in a record of the views expressed by women kept by the maternity services. On at least two occasions, this lack of clarity resulted in women leaving an antenatal clinic without receiving care and treatment. For example, one of the trust’s documents stated that a female asylum seeker was told by the finance department that she would have to pay £2,300 to have her baby. The woman was in the advanced stages of her pregnancy and said that she had no money and could not pay, or would have her baby at home”. (Commission for Healthcare Audit and Inspection, 2005.42).

Concurrent Research Projects in London
There are currently 4 research projects covering the NW, SW, NE, and SE of London. Under the umbrella of the ‘Pan London Midwifery Review’ they are examining issues of capacity and consumer need. Two of the projects are concentrating on capacity building in recognition of a rising birth rate and a shortage of midwives in the capital.  North West London Strategic Health Authority (NWLSHA) and South East London Strategic Health Authority (SELSHA) are looking at issues around access to services and information for all their service users. 

Two of the project leads, Pauline Cross, Midwifery Choice Project Manager for SELSHA and Lynne Pacanowski, Midwifery Project lead for NWLSHA are interested in working in partnership with the ongoing BMER project.

Methodology

This was a pilot project, intended, by definition to explore the best means of consulting with communities and to suggest means of addressing imbalances in needs towards antenatal, birth and postnatal information and support.

Consultations were carried out with a wide range of community groups and service providers to determine the key information needs of their pregnant clients. Community groups were sent a short summary of the project’s aims and a list of possible questions.  A project brief was circulated within the consultant midwives e-mail group asking for examples of projects within London where outreach work to BMER women had been tried. Unfortunately there were no replies.  

The first step in engaging with the communities or members of the community groups was to meet the ‘gate-keepers’ in person. For a number of groups there were 2 –3 meetings before an appointment with the women was made. The initial discussions with advocacy workers, community group co-ordinators and other ‘first point of contact’ personnel about the aims of the project led to the initial working of a storyboard.  Most of focus group consultations were conducted after the initial simple 6-page storyboard had been made. Four BMER community consultations/ forums were attended; a Chinese healthy living day, Southwark Community Refugee Forum, a Maternity Conference organised by Social Action for Health and the Ifteen Somali Women’s Group and a Southwark Travellers Action Group meeting.  

Focus group discussions were held on the key messages that women feel they need to understand, and on the appropriate mechanisms for disseminating these messages, with women from the following communities:

Black African (Ugandan, Ivory Coast, Nigeria, Democratic Republic of Congo, Sudan); Moroccan, Eritrea, Pakistani, Bengali, Yemen, Irish Travellers, Albanian, Somali, Chinese and Vietnamese.

The participants were recruited through community organisations, and were paid £10 for their participation. For a few groups refreshments were also provided. In Southwark research was conducted in partnership with Pauline Cross, Midwifery Choice Project Manager and costs shared.  Interpreters were used for the sessions where appropriate. 

At the beginning of the interview the project was explained; that the purpose was, to give women from different minority groups a voice to elucidate information needs. Clarification was given that the interviews were voluntary and anonymous but that parts of their stories may be used in the report. 

The initial storyboard, broad based to cover antenatal, birth and the postnatal period facilitated further discussion, comment and laughter. The storyboard was introduced as ‘work in action’. Showing a picture of the pregnant woman the question would be posed, ‘what information, support and advice do you need when you think you might be pregnant?’ By enabling women to laugh that the Muslim women pictured looked like a nun or that the young white woman wore the same tracksuit throughout the storyboard fostered a safe and friendly atmosphere. Thereafter the discussion were based around the pictures, women identifies with the pictures and were able to talk about the information that was important to them.  During the interviews the women were also engaged in feeding or caring for their babies or young children. Childcare arrangements, appointments, public transport and other issues meant that the women arrived late or had to leave early. For the main part the interviews lasted an hour but this often stretched to 3 hours with a staggered gathering of people and food.

Service providers in the statutory and voluntary organisation involved were consulted individually or in focus groups. They were not paid, although they would have welcomed chocolate cake.

· Strengths of the Methodology

The main strength of the methodology was that a wide range of women were interviewed across the BMER community. The atmosphere and openness of the consultation with the ‘link’ people facilitated the ‘interface ‘community and refugee organisations to highlight how opaque the maternity services are.  This issue was never broached by the project worker but brought up spontaneously by the groups thus stressing the hierarchy of need within the BMER population with regards maternity services; namely initial access.

The project was an empowering process for the BMER women involved, many of the women were reticent at first but by the end of the session wanted further involvement. Contributing to something tangible, being recognised and respected as women with ideas and knowledge, which could benefit others, was positive and affirming.

A number of groups were very proactive in their engagement with the project and project worker and expressed interest in being involved in further consultation. 
The project, the campaigning element and the ideas behind the materials suggested has provoked interest and a wish for further involvement by the senior midwives consulted. The materials being formatted were described by one senior midwife as reaching the ‘nitty gritty’ of the National Service Framework. Other political viewpoints have been hinted at and may well become louder in nature as the project develops.

· Limitations of the Methodology
This project was primarily a user involvement project, a consultation with women who are presently pregnant or have a young baby. Within the compressed time frame it was therefore necessary to find women to be involved quickly. The other stipulation was that the project should be pan London. There was an initial and ongoing challenge in engaging a broad spectrum of BMER communities whilst simultaneously trying to ensure there was not over recruitment of one representative sample. The timeframe and priority of the project worker did not reflect that of people consulted and therefore a number of focus groups were held at the close of the project, others may have been involved had there been a longer time scale.

Agencies responded differently to request for their participation, views and assistance in recruiting women. One major limitation of the project has been the geographical size of the catchment area. In different parts of London there are differing records of community support groups, in Hackney there is an Internet site, in Southwark a book published during the time frame of the project. Other groups were found on various websites and through word of mouth, many older groups un-sustained due to a lack of funding were no longer running, others did not specialise in women’s issues. Many of the 40 groups contacted initially had ceased functioning, or did not reply to the telephone or e-mail messages.

Community groups have differing infra-structural support networking and organisational structures. Many of the organisations are short of staff, run on a tight budget and rely on volunteers.  Their priority is to assist the individuals approaching them.  Asylum seekers, refugees, newly arrived women who have come to the UK to join their husbands, people fleeing domestic violence and homeless women approach these groups for support because they feel alienated and outside statutory support services, including health. The priority of these groups is therefore to satisfy this demand before assigning time and energy resources to help with an outside project.  Small groups may be ‘run’ from the personal home number of a member that is not manned during the day.  Groups may have a large proportion of members for whom English is a second or third language; thus there is a heavy burden on those members who do speak English to interpret, translate and summarise written and verbal communications from the wider voluntary and statutory sector

Many groups were not aware of the Maternity Alliance and needed convincing that it was not part of the maternity services. By going to gatekeepers in person there was generally a positive response but it took time.  There was considerable concern that it would not be possible to collate much in the way of useful data over the time period stipulated and that ownership and ongoing investment in the project by groups would have engendered greater participation. The short time scale perhaps subliminally giving the impression that this was not much more than a paper exercise.

Sometimes the short scale of the project meant that people were unable to assist. The project took part over the summer when people are on holiday or groups have social activities and away-days. In a number of cases consultation events or focus groups were set up only to be cancelled at the last minute. One hoped for group did not come to fruition because the husbands were suspicious and further contact was curtailed; a second group because the pre-organised room was piled full of broken furniture.  A meeting organised for the afternoon of the 7th July was cancelled because of the ‘London bombings’. 

The project to date has relied on the goodwill of the gatekeepers not only to recruit women but also to supply interpreters and provide a venue, although this did constitute a ‘Starbucks’ coffee shop in one instant and the waiting room of a GP practice in another. Neither of these were ideal as the venue changed the dynamics of confidentiality.

A number of communities groups; among them Chinese, Vietnamese, Somali, Irish Travellers and Bengali commented that they were unused to be consulted. Co-ordinators for other groups were protective of their clients feeling they were being over used in paper pushing data collection exercises that resulted in little that was concrete.  Sure Start in Southwark was severely criticised for wanting names for their monitoring forms but not helping vulnerable women who were often transient. 

A good representative sample of service providers and service users have been involved in the project to date and a potentially very useful collection of materials suggested; however a mapping exercise of specific areas in London through which to channel the materials was not done due to time restraints. This is a central axis for the project, firstly to pilot materials with the gatekeepers but secondly to draw up mapping pathway which could be used as a template in the Regions, notably, Manchester, Birmingham and Newcastle. 

The project has focussed on people who are vulnerable as defined by their ethnicity however the problems encountered by these groups of women reflect those experienced by white women who are homeless or have problematic addiction. It would have been useful to consult with homeless hostels and health service providers such as domestic violence workers and drug projects. 

Part of the original project proposal was to compile a list of organisations for midwives to refer women to for support, however the primary national organisations are likely to be familiar to midwives and the compiled list of limited additional value.  The women which this project is addressing are unlikely to have access to other support services or to information about maternity and child benefits, however in practice many organisations to which a referral may be made require some ability in English in order to make the initial contact.  This highlights the importance of facilitating relationships within the community; that is by signposting women to community groups and refugee organisations. Owing to the ‘pot luck’ nature of the groups recruited it was not possible to map services for the whole of London. What would be more useful is a small diary sized toolkit to help midwives metaphorically speaking think on the ground. It needs to be something local, which includes key agencies such as the Refugee Council but one that is applicable to their working area. Guidelines and pathways for following care for someone dispersed by NASS or Social services or to a different floor to sleep on in another part of London could also be compiled. 

Findings: the Narrative Report
Information needs cross cut culture, ethnicity, age, religion, family make up, social history, politics and parity. Each woman should be understood and respected as an individual. With regard to maternity care and provision of support in the broadest sense; need will vary from those women with learning difficulties to those who fall into the category of the ‘expert client’.  
The women interviewed for this project had a number of recurrent needs with regard information and support. They related to trying to navigate the NHS, understanding what to expect within that culture and wanting information about the well-being of their baby and themselves.

· Access to Maternity services

For people within the health profession or those who have used it and therefore have a familiarity with it the routine practices of care are, for the main part, unthreatening. If you have arrived in the UK from a country with a very different health care system or you do not speak English or in any way feel disempowered within the culture of the NHS setting the situation is very different and may mean that you do not attend for care or attend late.

Asylum seekers and Refugees may be anxious about statutory services, wary that any statutory services may affect their application to the Home Office.  Suspicion of authority is a survival skill for many people fleeing persecution; this may exacerbate issues around accessing health care (Burnett and Fassil, 2002).  For this group of people health is not the first priority of need when compared to accommodation, education and money (Clinton-Davis and Fassil, 1992).  Thus it is imperative that initial care is not defined by form filling and eligibility, by hurdles of access.  Some service providers believe that the risk of being frequently questioned about immigration status deters some BMER women from seeking care at all.

Although a woman may be referred directly to a midwife, in practice care is currently channelled through General Practitioners (GPs).  It was repeatedly stated that vulnerable women frequently have difficulties in accessing a GP or if the doctor is a man may delay doing so, the possibility of contacting a midwife directly deemed unfeasible and too difficult. Even when pregnant women were receiving care the maternity services were described as opaque. Interdisciplinary working is hampered by other service providers not knowing who to contact when they have concerns about a client, for example, when there are issues around mental health and support for newly arrived asylum seekers.  This situation is exasperated because vulnerable women may be moved several times during a pregnancy within the capital by NASS thus curtailing any continuity of care.

The difficulty of being able to see a GP was cited on many occasions as being hampered by hostile reception staff and language barriers. A number of agencies highlighted their difficulties in assisting clients. One refugee organisation was unsure how to assist a pregnant women, at term, who had been denied care because she did not have a GP. The woman had gone to the hospital and been sent back to find a GP before she could get care. The woman was past her due date and had not received any antenatal care

A variation of this story was reiterated by a health advocacy organisation in East London who described how women are shunted to and from GP receptionists and Walk in Clinics without getting any care. They asserted that if the women were unable to speak English hostile GP receptionists turned them away.

For the women, the most talked about issue was difficulty in understanding the health system in the UK.  The Albanian women felt that going through a GP to get to see a midwife was strange,  

 “It was like being processed, back home (in Albania)

You go straight to the health professional you need where as this wastes time”.

A pregnant woman (20 weeks) with a young daughter, who is seeking asylum from Sudan, described her experiences,

“I arrived in the UK at 16, lived in a children’s home until 18 and then I was pregnant and homeless. I did not have any care in my first pregnancy because I kept moving; sometimes I slept on the street at other times in a Church. I did not know what to do when the pains came and the baby was born; I still do not know what to do. I do not know where to go and when or if I should see someone again, I saw someone who took some blood but since then I have heard nothing.  I have pain sometimes and am worried and do not know what to do”.

A large number of women said that although they had been referred by their doctor to a midwife at the surgery or in the community they would have preferred to go straight to a midwife. The reasons given were that midwives were more likely to be women themselves that you could ask them more questions and it was good to get to know them.

Irish Travellers in Peckham, South London reported that although their care was excellent whilst they stayed in Peckham if they moved away from the area for any length of their pregnancy they did not know how to access a midwife else where in the country. Access is difficult primarily because of difficulties in getting a GP and long waits, “…so you might as well not bother”. One ‘accepted’ way into services is to present at the hospital and say you are in pain, wait for the scan and then you are ‘clicked’ into the local services. For other women this was just too much bother and therefore they just missed appointments.

An antenatal teacher for the Orthodox Jewish community in North London identified that language is an issue for immigrant Orthodox Jewish women from Yemen who do not know about services and deliver at home without attendance. Access is becoming problematic for British born women who spend some of the year in Israel. Even when women do see a GP it can take weeks for them to be seen by a midwife. 

The midwives interviewed were very aware and concerned about the issues.

Experienced midwives talked about homeless women who are pregnant, estranged from partners or fleeing domestic violence who sleep on the floors of ‘friends’, relatives and acquaintances who although offering them a temporary respite do not help them holistically, do not help the to access a GP. If they do go to the doctor, he is not pleased and sends them to the hospital where they present in Accident and Emergency or the Labour ward. If it during clinic times they are referred there but that this is far from ideal as clinics are frequently busy.

Among the issues highlighted by them was the difficulties in accessing these groups, even within Sure Start provision midwives felt that there was a section of the community who were not presenting for care They were differently described as ‘hiding’ ‘not entitled to care’ or ‘illegal’, other midwives described them as vulnerable or difficult to provide care for because they were constantly moving, the postcode lottery of the present Sure Start structure was perceived as further hampering care, although midwives did say that for vulnerable women they ignored the boundaries.

  “People hear about a midwife having a clinic on a Monday or Friday by word of mouth and present saying their friend told them, but even in this situation you need a referral from a doctor in-order to book them; even though we do just book them we still have to get the GP to write a referral so that we can get a hospital number for the women” Community midwife

Several midwives were of the opinion that BME communities had their own practices.  A Sure Start midwife felt that women knew about antenatal and postnatal services and support but preferred not to avail themselves of the care, choosing instead to be delivered by people in their community. An example was given of a Romanian Gypsy who had been delivered at home by her aunt. There was debate about where the aunt had got the core clamp, from a hospital or a chemist?

 “Cost implications may be a reason that some women from Africa or the Caribbean may not present or present late because they come from countries where you have to pay, they find it strange that you do not have to pay” community midwife.

· Regulations excluding ‘persons from abroad’

Within the community groups, refugee services, health advocates and midwives there was a consistency of concern and confusion around entitlement to care. A number of agencies said they did not know what to do or who to contact or how to help someone who presented to them and said they had been turned away from services.  Trafficked women and young girls were cited by a refugee health worker as particularly vulnerable as they were in the UK ‘illegally’.  For many women, they argued, the present legislation and possibility of increasing denial of services could lead to an increase in ‘back street’ abortions. They also expressed their concern that the women never returned to them but disappeared.   Although wanting to assist in a campaign to highlight these issues the community groups and advocacy workers were unable to provide case studies because the women were reluctant to leave details, even for their own monitoring practices.

An advocacy worker at the Chinese Healthy living centre in Soho, London expressed concern that pregnant women were not entitled to care or were denied care.  She gave the following example;

“…Last week a women 12 weeks pregnant presented, she has no permanent address, no GP, she has a Home Office letter because she is seeking asylum, she was asked for proof of address such as a bank statement before she can register with a GP, without that she cannot get any care”.

Helen Murshali, Health Access Advisor at the Refugee council furnished the following examples:

“…a 19 year old woman from China who is 4-6 months pregnant was served with a deportation letter. She refuses to go and therefore has no support or access to maternity services.  She lived initially with her boyfriend who on learning of her pregnancy left her. This woman has now ‘disappeared‘ into the community and is unlikely to be accessing maternity services.

A woman from Vietnam was given an appointment to see a midwife but was also asked to bring her identification for the overseas manager or she would be asked to pay. At present she is very afraid to access any maternity services.

A Chinese woman at the end of her application for asylum presented frightened and concerned at the Refugee Council. She had been turned away from a GP practice and told she was not entitled to care, she then went to hospital and was told she could not be seen by a midwife until her GP had written a letter referring her; she was past her expected due date and had received no ante-natal care”. 

Within the two focus groups of midwives there were long discussions about entitlement to care and for many a shocked and astounded reaction to learning from colleagues of women who had been asked to pay and subsequently had ‘disappeared’. There was much confusion over what was understood to be emergency care, 

In one hospital midwives were told not to book women who had not paid for care. This was ‘over- ridden’ by the midwifery managers. Some midwives advised women to pay just a ‘little’, such as £100 just to keep the overseas manager away. The overseas manager informed women that they were not entitled to ante natal care, only care when they gave birth.  Several women were known to have disappeared and returned later ‘sick’ one was HIV positive.  

“Vulnerable women may be penalised and overlooked in the tightening legislation concerning Health Tourism. If women have been in the UK for longer than their pregnancy and have a GP, or if self referred, have histories which substantiate that they are not health tourists they are given care… asylum seekers and refugees are given care” Community Midwife.
Another community midwife explained;

“…If they are possibly health tourists; have different blood results from those of previous pregnancies, arrive in the country late in pregnancy having paid for a flight here they are referred to the overseas manager. She will inform them of the cost of each visit to a midwife, the cost of a scan and the birth costs…one even gets to know the surgery that these women are referred through. Some women never come back, other come back to give birth only”.

... Health tourism has been going on for years but it is only recently that women have been asked to pay, before it was so easy and the message was out that it was simple to come to the UK to have your baby.”

One midwife commented that the current ‘Entitlement to care Policy’ was contributing to some midwives being detrimentally prejudiced against women who they viewed as’ illegal’.

· Communication

Community groups, Refugee agencies and Health advocates consented unanimously on one issue; that giving leaflets to members of the BMER community was not a useful way of communicating. Experience in producing leaflets within their own organisations had been ineffective. Talks within the community, messages through religious leaders in mosques and churches, advocacy and outreach work had been shown to be more effective. Materials to facilitate these talks would on the other hand be useful. Many organisations did not have access to the Internet. Nothing, it was stressed worked better than talking to people. 

Communication of information is multifaceted and does not just involve words, written or spoken but constitutes the social fabric of being; that is smiling and other forms of non-verbal communication. What is most acceptable is word of mouth and one to one interaction. Working information through the Mosque was thought to be the most useful way of giving information to Muslim women. This was especially important where there are issues of domestic violence, as it may be the only place the women is permitted by her husband/ partner to go alone. Many African languages have no written form, the Somali language has only recently been written down, women may not want to admit that they are not literate in their own mother language, their own cultural norms of information sharing through music, drama, art and weaving is subsumed beneath the predominance to the western bias on the written word. 

In South London a group of Irish Travellers were interviewed over a period of time.  Within the Travellers Action Group empirical evidence would have led to the conclusion that CD’s were the ‘answer’ because although leaflets were left strewn over the table at the end of the meeting copies of  ‘The Health of Gypsy Travellers in England’ were packed away in 2s and 3s in handbags and pockets. Later consultation with the women revealed that although leaflets were often consigned to the recycle bin because they liked to keep their caravans tidy and many women could not read they would not like to listen to CD’S or watch videos, about women’s issues, at home in case;

 “…the men-folk came home and that would not be right”.

Talking to someone was the most important issue but how to source someone to talk to the most difficult.  The Travellers Times was suggested as a good way to publicise because it was distributed nationally to all the sites. The women interviewed shared fears about not understanding issues/ language and of appearing stupid especially around literacy skills. They suggested that a telephone number, suggestive of an anonymous help line where they could ring for advice or as a means of engaging with a midwife next to a picture of a pregnant woman would be well received and would invite people to make contact.

A number of projects in London worked across ‘traditional’ boundaries to increase access to health and social care. Women’s Health and Family Service in Tower Hamlets is a multi-ethnic health advocacy organisation established in 1981 by a group of local women. The original aim was to enable access to maternity services for ethnic minority women who do not speak English as a first language. Among the multi ethnic staff are Chinese, Vietnamese, Bengali and Somali Community Health workers and advocates. The project includes the ‘Weavers and Spittlefields ’ Sure Start.  Within Sure Start, sessions such as breast feeding advice, weaning, baby massage, antenatal classes and home visits are conducted in partnership to reduce problems associated with language barriers. Information distributed at group sessions such as ‘weaning’ or ‘baby massage’ is translated into predominant ‘minority ‘ languages; however these leaflets are rarely taken home or referred to. The advocacy workers can advise on benefits with assistance from an advisor from a law centre once a week. The project has recently won the Impact award for their innovative work in health advocacy.

In South London, the Southwark Travellers Action Group works with local health providers and agencies such as Home Start. A midwife, Anna Cannon, provides antenatal care within the site and is available at a mother and toddler group for advise. Her visibility within the community heralds the Children’s Centres as metaphorical flag -ships of the National Service Framework. The Southwark Health and Social Care award in 2004 was awarded to the Health Visitor who set up a Muslim women’s group in Bermondsey. The group, although originating from a Sure Start programme does not post code the people who attend. Regular users come from all over London, often inviting relatives to join them.  The group was described as offering 60% information and 40% social support. Again this is evidential of the impact of health and support providers being visible in the community.

In Barking, Havering and Redbridge a midwife specialising in working with teenagers who are pregnant has been awarded for her steering working with young asylum seekers and refugees.  Working in an area that would not necessarily ‘map’ large numbers of asylum seekers she has none the less been able to find ‘hidden’ and vulnerable women (including those with the status of asylum seeker, refugee or those who have reached the end of the asylum process) and offer them care.

In Westminster a film aimed at Arabic speaking women and families is presently being made and at the Homerton in Hackney a film explaining the maternity services in a number of community languages is being planned. 

In Stamford Hill the Orthodox Jewish community have a very proactive position towards care around childbirth.  The Hansy Josovic Maternity Trust and the Jewish Maternity Programme work towards improving information and support. They have produced a guide for women about postnatal depression, a glossary of terms and a book informing health care staff of their culture.  They provide birth support and volunteer advocacy workers to support women These support workers are received differently within the surrounding hospital both positively and negatively.
Lack of interpreters and not being able to ask questions or understand what was being said was cited as key barrier to access to information, choices and support. One Chinese woman said’

 “if the baby is moving it is ok so after I see the baby is ok I not go back again because so much time and I do not understand what they are saying” 

A Vietnamese woman who had had an interpreter present at each antenatal appointment felt she had received all the information she needed. Another woman in the same area was currently pregnant with her second child and had never had an interpreter. She said she was,

“Afraid because if the medicine I am taking to turn the baby does not work I will have to have an operation…the baby’s bottom is at the bottom not the head”. (Vietnamese woman).

One Somali woman cited that,

“The main problem is the lack of interpreters which means that you cannot ask any questions or get information”.

Another mother from Somalia said that her husband was interpreting but that she did not understand everything,

 “sometimes understand a little, sometimes not”.

A woman seeking asylum from the Democratic Republic of Congo did have an interpreter, however not the right one,

“I went to see my doctor and he wrote to the hospital. I saw a midwife. There was a French interpreter but I speak Lingala, not French…my husband speaks French”.

A French interpreter was booked for a Moroccan woman but,

“I speak some English, but I do not understand everything, they think just because you say something you understand but I do not. I ask for someone to speak Arabic but they say no one in the hospital speaks Arabic, no Arabic interpreter…so I have a French interpreter…but my French is like my English, not that good!”.

A French speaking woman from the Ivory Coast reported being very stressed whilst she was pregnant, she spoke no English at the time and now wishes she had had an interpreter,

 “at least a couple of times to ask questions”

An Albanian mother of a young baby argued that,

“It is important for the healthcare worker to speak your language or with a good interpreter. In early pregnancy I had an infection but the interpreter was a man and he did not understand the medical terms and he was on the phone…it made it all very difficult”

An Albanian mother with good English linguistic skills said;

“If you want something you have to beg…often I translate for other women”.

Relatives and friends acting as interpreters was described often but viewed as not very satisfactory, the women felt that they were not receiving all the information,

“My husband interpreted but did not understand everything” (Somali mother)

Interpreters came under criticism here too for not understanding all the health terminology,

 “When there are interpreters they do not always explain the medical terms so it is difficult to understand fully what is going on” (Somali mother).

Poor communication and explanation from interpreters left some Somali women unsure of their choices and care pathways. One advocate expressed her concern that;

“…the community feels that women are often wrongly diagnosed and given caesareans unnecessarily and therefore some women avoid antenatal care because they think that then they can have a normal delivery”

For some women having the confidence to ask questions was difficult; 

“Language used, medical terminology and rushed atmosphere of clinics mean that it can be difficult to ask questions when you do not understand. Midwives and doctors are busy and therefore treat you as routine and tell you what they think you should know, doctor’s time is precious, talk too fast and do not give you a moment to think, if you pause they go on. At the beginning you have lots of questions but you are nervous, Chinese people respect professionals and do not like to question or criticise professionals but when you leave you are still worried” Chinese Health Advocate.

An English speaking woman from Morocco did not require an interpreter but was hampered by poor communication never the less,

“Ante-natally I could not understand all the information, especially the GP, the midwife was good and explained things so I understood, but the GP said ‘Don’t worry, you are still young’ but I was worried”…. She added…

“Everyone users scientific language, even if you speak English it is difficult to understand” 

There are inherent problems in the interpreting system for the midwives,

“Sometimes you can tell that interpreters are speaking for the woman and not asking her. A Muslim women from an Eastern Block country was being booked and when I asked if she had ever had a smear, the interpreter answered that she had not, so I asked him repeatedly to ask her, he replied that he came from the same village and knew that she had not.” Midwife

“It is often difficult to book an interpreter on a day to day basis which is why it is problematic if someone just turns up, some of the African dialects are difficult, for example Lingala. If an interpreter has been with someone in labour in the night it means 2-3 people who attend as out patients may not have an interpreter the next day. There are also hugh implications for confidentiality, you do not know if the interpreter knows them or their family etc In many ways language line is better but you need to be able to use it from the room, a clinic or the birth room”. Midwife
A number of midwives felt:

“…unable to provide good care and advice because of lack of time and interpreting services.”

Easy access to interpreter was described as problematic and that midwives were constantly aware of costs involved and therefore tended at times to

 ‘make do’.  Although language line was frequently used it was felt that at times it was in appropriate and that emotional support or advice around disengaging relationships and domestic violence were more problematic.

One of the focus groups of midwives discussed women learning to speak English. There were oppositional opinions concerning the ease involved in doing this. Some midwives felt that there was no excuse for not learning to speak English and read and write as there were ESOL classes everywhere and they are free. This was challenged and a number of factors reiterated, namely that advertisements for these classes are all in English, that people may have difficult in accessing the classes because of transport difficulties or that even if the leaflets were translated into the clients own language they may not be able read them. 

 An article entitled, ‘The public health divide’ (Jewell, 2005)  describes how the funding for a language class for pregnant woman by the local health board has been cut even though it was recognised that that increasing language skills for marginalized women can increase integration and self esteem.  Although this policy has helped women to be more prepared for pregnancy, birth and the postnatal period the funding has recently been withdrawn.  The argument of the article recognises the importance of working in partnership with other agencies whilst underlining the challenges, which are underpinned by the conundrum of who finances a project.
· Information Needs

Antenatal Support and Advice:  A number of women described wanting more information in early pregnancy. This was especially the case if the referral pathways were slow.  
Women did not know whom to contact if they were worried in pregnancy,

“If I have a problem in pregnancy, there is no one to ring and ask, not for big problems because then you would go to the hospital, but for concerns and queries” Jewish mother.

“When you speak and read English you still want the midwife to talk to you and explain, leaflets are not that helpful…the pregnancy book is good but you should have it for every pregnancy because you forget” 

Somali Woman

“I have a good health visitor, you can ask her anything but sometimes she is not there; I tried NHS direct once but they were unable to help and sent me to the hospital…really it would be good to have a midwife help line where you can ring for advice”

Somali woman.

Demand for information within community organisations led advocacy workers to seek information in community languages from the Internet, this was often misleading as there are variants in care and antenatal testing around the world.  Literature produced in community languages from an Australian website (Multicultural health communication services mhcs@seahs.nsw.gov.au”) was printed and distributed within one community group even though it was recognised that this was not ideal. Within the Chinese Healthy Living Centre women were assisted in accessing information in Mandarin or Cantonese from a website in Hong Kong; again this could be deceptive.

What to eat and importantly what should you avoid in pregnancy were commonly expressed topics within the focus groups. Women expressed being confused, advice seemed to contradict what had happened ‘at home’;

“Here the foods are different when you are pregnant, at home they say to eat liver, here not” (Eritrea mother).

“I was frightened because I thought my baby was dead because they said he was too small, but no one took any notice about how much weight I was putting on, if I had known I would have eaten different things”

 Moroccan mother.

 A number of women felt that not only did they not understand what ‘tests’ were being done but also that they did not get the results which meant that they spent much of their pregnancy worrying. A Ugandan mother commented that she was anxious about the blood tests as someone told her that if they keep taking your blood it means you are HIV positive,

“So many times took my blood, if they take too much your blood maybe HIV positive, never told me why”.

This fear resonated around a number of focus groups,

“The HIV test do we have to have it, I felt I was having the tests so ‘they’ could say I had had them and everything was done, I felt they wanted me to have the tests but I wanted to know if it was really relevant or if I could have specific ones” Moroccan mother.

“I tried to understand the notes, what people had written, my husband controlled everything and I still do not know” Moroccan mother.

“The problem is not just that you do not know what the tests mean but that you are not told the results…it was not just the blood tests but the scans that causes us worries. In our culture we would not just ‘get rid’ of a baby because there was something wrong with it and they say,’ you should have a termination’ and ‘the baby has something wrong with its head and you must have the big injection but I did not want that and in the end the baby was healthy” Somali mother.

Information and support around the Birth:  Experience has led a number of midwives to conclude that the BMER community did not attend the ‘Before Birth classes’. It was believed that these women accessed information within the community, from friends and relatives. Letters, newsletters and invitations to these women had elicited few replies or attendance at Sure Start events. It was felt that spending time and resources on trying further to access these communities was a waste of time.

One midwife interviewed felt that people who were new to the country have lower expectations of care and did not challenge information or advice. In addition they did not actively seek help by attending classes. She concluded by asserting that she did not have the time within a busy clinic to sit and answer one woman’s questions.

An English speaking woman from Nigeria who described herself as alone and isolated during her pregnancy had gone to antenatal classes, read the ‘bounty’ book and was able to talk to her midwife to explain things she was unsure about. She was happy with the information and advice she received in pregnancy. The midwives were kind, she felt well supported, felt she had known what to do instinctively during the birth and was proud of herself.

For many women, isolated by language and therefore unable to attend antenatal classes or where there was poor interpreting facilities confronting labour was both bewildering and frightening.  Many women commented that even when there was an interpreter they felt the midwife did not have the time to talk to them.  Women wanted basic advice about recognising the advent of birth, what to do in labour, methods of pain relief, in particular information about epidurals. This interested, in the latter, was generated by stories within the community of things that could go wrong, indeed from what women had heard, did go wrong.

A pregnant Muslin woman who described herself as having a mixed North African background thought her experience of becoming a mother in France was better;

 “ France was more medicalised, epidurals were routine and you had the opportunity to see an anaesthetist before hand for a discussion”.

In labour a Pakistani woman reported that she thought that the ‘nurse’ were trying to scare her, she wanted an epidural but they told her;

“It can lead to many problems, you will be paralysed”.

An Albanian woman;

“…did not feel I had a choice, if you don’t speak English you have no choice and you have to have an injection in the back”.

Another woman was not well informed and said;

“I would have liked to know what to do/ expect instead of struggling and not knowing what to do…I didn’t know the side effects of epidurals and still do not know”.

One woman had an emergency Caesarean and remembered poor communication;  

“They didn’t explain, they did it without my permission…”.   Orthodox Jewish woman.

Another woman;

“I had excellent care, I felt prepared and informed and understood everything that was happening” Orthodox Jewish mother.

A woman from Bangladesh was concerned that she had had;

 “A third world birth and had expected more machines to make sure the baby was all right”.

Many women had positive experiences and felt prepared such as this mother from Morocco;

“The antenatal classes were particularly good, you met people in a similar situation and learnt what happened and what to expect and what to do…when I went into labour I knew what I wanted, I did not want an epidural, the midwife rubbed my back when I had a pain and that is how I got through”.
Travelling to appointments in clinics and the hospital:  Women recounted stories of not knowing where to go for appointments, that they felt nervous about travelling to places they were unfamiliar with and that sometimes they left an appointment still worried about their pregnancy.   Although hospitals were easier to find geographically (because they were big and recognisable landmarks) than more local clinics it was still difficult because women were unfamiliar with the transport system in London

Costs both financial and time were also taken into consideration. 

“…they gave us a map…but back home we do not have an underground”.

Mother from the Democratic Republic if Congo.

Several groups of people had experienced difficulty in calling an ambulance when in labour. Within the Vietnamese community in Woolwich who had experienced ambulances refusing to attend (and subsequently babies born at home without a midwife or doctor) there was a system for assuring help. This involved dialling the police who would call for an ambulance when they arrived.  Phone calls to the ambulance service from hostel accommodation in Hounslow for newly arrived Asylum Seekers are allegedly not responded to because the women who live in a cash less system call 999 for non urgent scenarios. When the Refugee Arrival Project is aware of appointment needs for these women they may arrange a taxi but they are not always informed.

Within the communities consulted, the front line service staff and many of the midwives the provision for re-imbursement of funds through an HC2 certificate was not widely known.

Midwives discussed the additional work in the Polly Toynbe sense that reclaiming money could entail. If a woman attended a clinic in the community would she then have to make an additional visit to the hospital to claim her money back?  Marina House, Camberwell, which offers a drop in service for women with problematic addiction, including an antenatal clinic give their clients travel tickets thus making the system easier.

Postnatal support and advice:  Women were anxious about their new baby in the first couple of days postnatally and wanted a ‘professional’ around because they lacked confidence. This applied if the baby was the first in the family or a subsequent one.  Many women wanted help with bathing the baby, how to hold the baby, and how many clothes to put on the baby.  Few women mentioned needing help with breast-feeding; rather they reported that if they had good advice initially they did not need further professional advice on going home. The consensus was that once you were home everyone in the community would look after you. This was particularly the case for the Bengali women in Tower Hamlets and the Somali women in Southwark. Both groups reflected a large organisational network.  Within smaller groups where women were more isolated there was a greater wish for postnatal support.  A Moroccan woman with a newborn baby described trying to call an ambulance because it was the one number she knew that could possibly help her,

“Calling an ambulance is very difficult, they ask you so many questions and you feel ill. I was in a Refuge, with my baby…she was tiny…I was there because of domestic violence, I did not know who to go to, what to do, it was the weekend, no one was in the office” Moroccan mother.

For Rachel Klein, Director and Co-ordinator of the Hansy Josovic Maternity Trust the important issue is not information but support, which she described as diminishing with what she summarised as,

“Baby out, placenta out, mother out”.

Rachel Klein advocates the return of Birth centres where there would be a dilution of hospital care; women would be supported and cared for in a holistic way. A Jewish mother of three, born in Israel, Newcastle and London thought she was well informed and prepared but that support postnatally was non-existent in London.  Antenatal care and information was described by several Orthodox Jewish women as excellent but that;

“…once you’ve had the baby they just drop you”.

A Pakistani mother expressed that she;

“…wanted to know how to bath my baby, I felt pushed out of the hospital too soon, you know it is difficult to hold a baby of a few hours old…you are scared”

Organisation providing advice and advocacy for asylum seekers and refugees found the most pressing issue is where to seek advice for helping women who are unable to develop a relationship with their baby, often because the baby was conceived in rape.

Materials

Part of the project specification was to research what form of information materials would be useful for the BMER community and to produce and pilot them. Information needs were identified not only within the section of service users but by midwives and community group co-ordinators and health advocates.

Information needs and the forms in which individuals would most benefit receiving information constitutes a vast oasis from films, talking books, Braille, leaflets, local media coverage etc all of which in a multicultural society would need to be translated into community languages if equity in choice was to be guaranteed. There are likely to be variations in acceptance of some forms of material depending on the nature of information being imparted. Cultural norms and receptivity to information are fundamental to this. In North London the project worker was advised by the gatekeepers not to show the women the initial storyboard or the cards because the women depicted were obviously pregnant. A storyboard for Orthodox Jewish women would need to be culturally appropriate with the correct clothing.  What seem most pertinent for the women within this study is an understanding of how the NHS culture works, and that the service users have the opportunity to be partners in planning and executing care.

Four basic information packages have been identified.

· A small purse sized card with a telephone number on the reverse.

· Storyboards: Pregnancy, Birth and Becoming a parent. 

· A poster explaining entitlement to NHS care.

· An accompanying resource for advocates and outreach workers in the community.

Owing to the compressed nature of the project it has not been possible to produce all the above within the time frame; however a preliminary storyboard and small cards were piloted with community groups. Further discussions and meetings with health advocates, health professionals and community group co-ordinators have highlighted the need for the information packs.

· Rationale for Materials and further work needed

There is a vast plethora of information around the processes and practices of birth. The purpose of this project was not to replicate this information but rather to begin to address the imbalances in access for marginalized people who are not integrated into services. A woman in Woolwich said she would like every leaflet to be translated into Vietnamese so that she can read it because if it contains information that English people need surely she needs it too. Although one cannot deny the rational of this statement there are considerable financial and logistical implications. Discussions within the community have qualified that the most important pathway for gaining information is by talking to someone.

 Pictures are a way of directing and stimulating discussion, inviting speculation and informing.  Materials need to communicate information that traverses different communities but within accepted notions of cultural boundaries. In addition it came increasingly clear from talking to professionals and gatekeepers in the community that leaflets are not a useful source of information for many disadvantaged women from BMER communities. This may be because they are not literate in English or their mother tongue, because their language has no written form or because there is a cultural expectation of receiving important information orally from family members or members of the community.

“Women do not relate well to written information, leaflets or posters but respond well to personal one to one imparting of information…information needs to be simple and empowering”

 Helen Murshali, Health Access Advisor, The Refugee Council.

Small picture cards: The small cards with a picture on the front of a woman (Orthodox Jewish, Muslim, Black African, White and Chinese) are intended to have information on the back regarding how to access a midwife and secondly if needed women should have an interpreter.  The cards work on several levels, firstly they direct you to a midwife but they also question the possibility of pregnancy. For women with recent traumatic social / political and physical histories the thought that they may be pregnant may not have occurred to them. 

It is intended that these cards are distributed within the community via community groups, access workers, front line staff, housing personal, Mosques and Churches and that they may also be picked up in chemists, the post office, launderettes, corner shops and refugee arrival projects.

At the Steering group meeting in June the feasibility of the cards was discussed.  The main difficulty is that although there are policy initiatives to increase direct access to midwives in reality most women access maternity provision through their GP. In addition there is no centralised mechanism and therefore individual NHS Trusts would need to produce the information. This was thought to be unsustainable.

More recent discussions with Jill Demilew, Professional Advisor on Maternity and Family Health at the Department of Health have opened up the debate further. Her initial suggestion is that the cards carry the NHS Direct number on the back.  Prior to this occurring it would be necessary for their databases to be upgraded to include lists of antenatal clinic, labour ward and supervisor of midwife numbers.  Initial research into NHS Direct advice reveals a triage system that directs women to the nearest hospital when it appears she needs immediate care otherwise she is directed to a GP. Nhs Direct has an interpreting system. 

Empirically it has been noted that although addresses may change over short periods of time making contact difficult and thus obstacles for midwives offering care, many women and new families have mobile phones. These women may be short of money prohibiting making lengthy phone calls but if there was the possibility to leave a text message requesting someone contact them maybe this would be a non threatening route into services. Although this would undoubtedly be expensive to set up.

Consultation with the women was very positive. For the most part they thought it would be wonderful to access a midwife directly. The cards proved very efficacious as many of the women wanted to keep them even though the information part had not yet been developed.  They were enthusiastically received by frontline and first point of contact persons within the community who, where necessary would be happy to make the initial phone call until language line was ongoing. It would also enable them to make contact and find a way into the system.
Storyboards:  The idea to make storyboards came primarily from discussions with Belay Gesesse (Team Leader) and Marion Mc Guire (Child and family welfare advisor) at the Refugee Arrival Project in Hounslow and Priscilla Simpson the BMER Community Manager in Hillingdon.

The Storyboards are for non- midwifery health workers and advocacy workers, to increase awareness of what happens within maternity services, to empower women to question and consent to their care. They are not intended to replace advice and information from a midwife but to explore routine antenatal care, what happens around birth and what to expect postnatally. The images accommodate, appropriate and extend the taxonomies and systems of knowledge around childbirth and early parenthood. The idea of the materials is to empower women to share in their care and to have choices. Choices are only available if you have information and thus the importance of an interpreter is stressed throughout. For asylum seekers, who may have been tortured and may have a distrust of official situations and people pictures can convey impressions of what to expect, adding a measure of reassurance.  Images of having your Blood pressure taken, bloods taken or someone writing can forewarn and prepare. 

The initial storyboard echoes the NICE guidelines for antenatal care for a woman expecting her first baby suggesting a model of good practice.  As pictorial embodiments of care pathways, they become a forum for discussion and question.  The ongoing formation of them needs to be done in consultation with advocates and women. The storyboards are to be discursive rather than instructive, they are primarily to engage women and bring people together to talk and in so doing act as a metaphorical bridge into maternity services.

An information toolkit for health advocates:  Within the National Service Framework (DoH, 2004), the latest CEMACH report, Why mothers die (2004), and Choosing Health (2004) there is recognition that:

“Voluntary sector and community organisations are often much better than the statutory sector at engaging with groups of people who face most difficulties or who do not access traditional sources of advice on health.” (Choosing Health, DoH, 2004.p81).

The toolkits for advice workers have the potential to be a resource for more open discussion in the community offering safe pathways into statutory services. They could act as catalyst for further enquiry and engagement from both the gatekeepers, first point of contact personal and individuals.
The toolkit envisaged would include:

· Copies of the storyboards

· Cards for distribution

· The A4 poster clarifying entitlement to care.

· An accompanying resource.

Conclusion

It is important to meet the criteria highlighted by the people interviewed and to work towards the recommendations in the NSF, for more transparency within maternity services and a willingness to enable communities to play an active part in health. 

This project has been compacted into a short time frame, however the need investigated cannot be reduced nor can the consultation and thoroughness of the suggested materials, which aim to address this need. If sufficient time is accorded this part of the project including researching the best means of engaging with communities and people who represent first point of contact within the community then roll out could be achieved within a much shorter time frame. If this project works in London it should also work in Birmingham, Newcastle and Manchester as originally planned but importantly it should be useful in Southampton, Bristol, and Cardiff. More time is needed to make it more than a paper exercise for it has the potential to be axis for the implementation for many of the recommendation embedded in the NSF This project is not about ethnicity it is about opening up access to maternity services for people who currently are not enabled to; whether they are asylum seekers, refugees, people who are newly arrived to join a spouse, homeless people, people fleeing domestic violence and those whose status within the UK would prohibit them being holders of the proposed Identity cards.

The cards and storyboards tell the population that diversity is respected and that all women are valued.  They communicate the importance of interpreting services, early access to services and information and choice once in the service. The information for the professionals builds bridges into the system.

It was felt by the midwives interviewed that targeting only BMER communities might result in increased segregation and dissatisfaction from the indigenous population. Even when people are well educated and English speaking, they reiterated they are disinclined to read information sent in the post. If there is a lesson here it is that if you improve information pathways for the most vulnerable in society it could be of use to many more people.
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Appendix
Table of Pregnant women and families involved in focus group and individual interviews

	Ethnicity
	Pregnant
	Mother
	Partner

	Albanian
	
	5
	

	North African (mixed descent)
	1
	
	

	Bengali
	2
	5
	

	British Asian
	
	1
	

	Chinese
	1
	2
	

	Black African (DRC)
	1
	
	1

	Eritrea
	
	1
	

	Irish Travellers
	2
	
	1

	Black African (Ivory Coast)
	
	2
	

	Orthodox Jewish
	2
	4
	

	Mongolian
	
	1
	

	Moroccan
	
	4
	

	Nigerian
	
	1
	

	Pakistani
	
	5
	

	Somali
	3
	7
	

	Sudanese
	1
	
	

	Ugandan
	
	1
	

	Vietnamese
	1
	5
	

	Yemen
	
	1
	

	Total
	14
	45
	2


Total overall 61
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