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1. Introduction

The project ‘Endometriosis and cultural diversity: improving services for minority ethnic women’ seeks to explore the needs of women from minority ethnic groups who are living with endometriosis and how these can be met effectively.

The study focuses on five minority ethnic groups, that is, African Caribbean, Chinese, Greek/Greek Cypriot, Indian and Pakistani.
The study is being funded by the National Institute for Health Research. 
This report gives a summary of progress made from December 2007 and highlights the achievements of the project to date.
 
2. Background:
The aim, objectives and methodology of the project are summarised below:

Aim: 

· To develop, in collaboration with community groups and patients, evidence based and culturally sensitive resources for women with endometriosis and to develop good practice guidance for the health professionals providing services to women of minority ethnic origin.

 

Objectives:
· To explore the impact of the socio-cultural context on the meanings of endometriosis among minority ethnic women (African Caribbean, Chinese, Greek/Greek Cypriot, Indian and Pakistani women)

· To develop and pilot a culturally appropriate resource for women with endometriosis in English, Chinese, Greek, Gujarati and Urdu.

· To develop and pilot good practice in the provision of culturally competent care for providers of endometriosis services in primary and secondary care

Methodology:

The project has employed a qualitative design consisting of a four phased process involving focus groups and individual interviews. 

Phase 1: 
Focus groups conducted with women from each of the minority ethnic groups in order to elicit cultural meanings of reproduction and sexuality and the potential impact on access to services. 
Phase 2:
Semi-structured interviews conducted with women with endometriosis in their preferred language to discover their specific needs, focusing on the meaning of endometriosis in their lives, and their experience of health service provision. 

Phase 3: 
Semi-structured interviews conducted with health professionals to ascertain views concerning the provision of culturally competent care to women with endometriosis.

Phase 4: 
From the results obtained culturally appropriate resources will be developed to the stage of piloting for women, communities, and health professionals that will assist in improving quality of care     
The study represents a collaborative partnership between researchers from Birmingham City University, De Montfort University, Middlesex University and New Cross Hospital, Wolverhampton.  
3. Achievements

Achievements to date include:
· Ethical approval
· Recruitment and training of sessional workers

· Review of the literature 

· Establishment of website

· Phase one focus groups completed
· Phase two interviews completed
· Phase three interviews (ongoing)

Ethical approval

The project submitted a research ethics application to the North Staffordshire Research Ethics Committee on 20 December 2007 and received ethics approval on 27 February 2008.

REC reference number: 08/H1204/8
In the original submission vouchers were to be given only to focus group participants in acknowledgement of their contribution to the research. In September 2008, the team requested and received approval for an amendment to give vouchers to women participating in individual interviews.  .

In October 2008, the team requested an additional amendment to do an additional focus group with white English women, to provide comparable data to that obtained from the focus groups with women from minority ethnic groups.  This was however refused by the ethics committee.

Recruitment and training of community facilitators
Community facilitators were recruited from the Pakistani, Indian, Chinese and Greek community through existing links and recommendations from members of the research team.  The purpose of their role was to organise, facilitate and fully transcribe a focus group with members of their community. Facilitators workers also had the responsibility of identifying suitable focus group participants and recruiting them to the study.  

The facilitators attended a training day when they were introduced to the project and their role..  They assisted with the translation of key concepts into minority ethnic languages and collaborated with the team in developing the final topic schedule for the focus groups.
Establishment of website

A project website has been set up which provides information about the project and provides links to endometriosis websites.    The website address is:  www.endocul.co.uk
Literature review

A literature review has been undertaken to inform the study.  The purpose of the literature review is to describe and explain current knowledge relating to the broad area of endometriosis and minority ethnic women.  Areas covered include:
· Demographic data on minority ethnic women in the UK

· What is known about endometriosis and ethnicity

· Women’s experiences of endometriosis 

· Social aspects of endometriosis

Data is being collected by three methods: electronic searches, reviewing reference list in high quality studies and reviewing major government, university and foundation websites for grey literature (policy documents and associated material), demographic data etc.  The following English language electronic databases are being searched from their inception to the present: MEDLINE, CINAHL, ASSIA, Sociological Abstracts using the following terms:
Endometriosis/ethnicity/ 

Menstruation/ culture/ ethnicity

Reproductions/ culture

Pain/ culture

A Zetoc alert has been set up which is keeping the search live.

The literature shows that little research has been conducted with women from minority ethnic groups with endometriosis.  Most of the research on endometriosis had been conducted mainly with white women, sometimes with the odd minority woman in the sample. No research has yet been identified that focuses on women from minority ethnic groups with endometriosis.  
Focus groups
Phase one focus groups have been completed. Focus groups were conducted with women from the five minority ethnic communities: black Caribbean, Pakistani, Chinese, Indian, and Greek. 
The black Caribbean focus group took place in Birmingham.  Eight women attended between the ages of 18 and 50 years.  The focus group was conducted by the project research fellow.  The focus group was conducted in English.  
The Pakistani focus group was held in a private room of a Pakistani restaurant in Birmingham.  It was conducted by a Pakistani community facilitator  and co-facilitated  by the project research fellow.  Six women attended between the ages of 27 and 37 years. The focus group was carried out in English with a few Urdu references.
The Chinese focus group was held in Leicester. It was conducted by the Chinese facilitator  and observed by the project research fellow.  Ten women aged between 25 and 43 attended the focus group and it was conducted in Chinese.   

The Indian focus group was held in Leicester, facilitated by a Gujarati speaking researcher and observed by the project research fellow.  10 women attended between the ages of 37 and 57, the focus group was held in English and Gujarati.
The Greek focus group was held in London and conducted by the Greek facilitator and a member of the research team.  Eight women attended between the ages of 19 to 46 years.  The focus group was conducted in English, with some Greek references.  
Analysis of focus group data
The focus group interviews were transcribed verbatim.  Each member of the team familiarised themselves with the data and carried out an independent preliminary analysis of the data.  The RF did an in depth analysis using the framework approach supported by Nvivo software.  The final themes were confirmed by consensus of the team.  The themes were then verified by the facilitators.
The development of the interview schedule for phase two was informed by the findings from phase one.

Phase 2 interviews
Interviews have been conducted with women with endometriosis from minority ethnic groups (n=29).  Women were recruited through the hospitals they attend for endometriosis care, through community organisations and some self selected to participate by contacting the research team after reading about the study on the project website.  
The number of participants per ethnic group is shown on the table below:

	Ethnic group
	Number

	Pakistani
	7

	Indian 
	6

	Greek
	6

	African Caribbean
	7

	Chinese
	3

	Total
	29


The study is still looking to recruit Chinese participants to ensure adequate representation from each ethnic group.

Analysis of phase two data is currently ongoing.  Each member of the research team reviewed a sample of the interviews (n=5) and identified key and sub themes, concepts and emergent categories.  This was then incorporated into a thematic framework which is now being applied to all phase two interviews using Nvivo.  This will be followed by the mapping and interpretation of themes.
Phase 3 interviews

Interviews with health professionals (i.e. GPs, gynaecologists, and nurses) are ongoing.   Interviews have been completed with gynaecological nurses (n=5).  The project is in the process of recruiting and interviewing GPs, practice nurses and gynaecologists.  
4. Project schedule
The project is behind schedule due to loss of staff time.  As such the project has been extended for three months to 28 February 2009.   
The next milestone is the completion data collection by 31 December 2009.  Data analysis of Phase 2 data is ongoing and will be completed by 30 November 2009.  
Plans for the final phase of the project (the development of culturally appropriate resources), have been set in motion and resources will be completed and ready for piloting in January / February 2010.  The resources will be targeted at women from minority ethnic groups with endometriosis, their family members and the larger community, as well as health professionals.  Resources for people from the minority ethnic groups will be presented in both English and the minority ethnic languages.  The team is exploring a range of formats for the resources, and have decided to include online presentations using Adobe Breeze presenter.   
5. Dissemination 
The team have been working on two journal articles and hope to have them published in peer reviewed journals soon.  One paper reviews research findings relating to women’s experiences of endometriosis.  The second paper discusses the findings from the Phase 1 focus groups which primarily explored cultural meanings of womanhood and issues around reproduction. 
Also, the team presented a paper at the annual conference of the Medical Sociology Group of the British Sociological Association in September 2009.  The paper was titled ‘Grin and bear it: Socio-cultural constructions of endometriosis’ and it examined the main themes identified in phase one focus groups.
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