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INTRODUCTION 

In October 2008 NHS Leeds sought to work with voluntary organisations in Leeds to get the views of a range of equality groups across the city about their experiences of local health services. This was to help them develop their Single Equality Scheme. As part of this consultation WHM sought views from women across the city and also undertook a specific piece of consultation with Lesbians and Bisexual Women the full details of which are available in a separate report. 

The consultation timescale was short with all work undertaken between November and early January and hence was limited in its range and the types of approaches which could be deployed. 

Our thanks go out to staff volunteers and the women from our groups whose commitment made this report possible – we couldn’t have done it without them. We hope that NHS Leeds will use the experiences they have shared to deliver tangible improvements to services for women in the Leeds area.

ABOUT WOMENS HEALTH MATTERS

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

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.  This means we believe that health is affected by many things and that emotional and mental well being, social issues and physical health are equally important.

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

WHM uses community development methods. This means the active involvement of women in the issues which affect their lives and is based on the sharing of power, skills, knowledge and experience. This gives women in communities the opportunity to decide their own health priorities and create their own solutions, to challenge inequalities and to 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 in their own health.

WHM has undertaken a range of consultation work in the past including focus groups and questionnaires, for example for the Healthcare Commission and Making Leeds Better and has also undertaken a range of research projects. Through community development and outreach we have built a relationship of trust with women in communities and have experience of working with women on sensitive issues and supporting them to share their experiences. 

HOW THE CONSULTATION WAS CARRIED OUT

Our aim has been to carry out as many focus group activities with the women we work with and have links with as possible within the timescale. This work was undertaken by WHM staff as well as by volunteers trained through our CHILL volunteering programme who were enthusiastic about being involved. We had to recognise, however, that many groups already had plans and programmes of activities for their meetings which they did not wish to change. A range of tools and approaches was designed in order to enable flexibility for those undertaking the consultation so that they could choose and adapt these to make them appropriate to the needs of the group they were consulting with. This meant that we were able to gather views through group discussion, individual interviews or by self-completion of questionnaires. 

DEVELOPMENT OF THE CONSULTATION TOOLS

A questionnaire was supplied by NHS Leeds. This was useful as a guide to the areas which they were seeking to explore. It was not however felt to be appropriate for initiating discussion or gaining an insight into women’s experiences and issues they face in using local health services. Using the supplied questionnaire as a guide, a semi-structured questionnaire was designed with open questions. This was then used in a range of ways- as a topic guide for individual interviews or focus groups or as a self-completion questionnaire. The same questionnaire was used for this consultation and the specific consultation with lesbian and bisexual women. A copy of this is attached in appendix B.

In addition, an outline workshop was developed which could be used with a group to explore their experiences of services.  This is attached in Appendix C.

A workshop was held with a group of 6 volunteers with three aims: 

· To enable them to take part in the consultation

· To test out and refine the consultation tools

· To familiarise them with the tools and provide them with the skills and confidence to go out and consult with groups

This enabled us to reach as many women as possible given the limitations outlined above.

This report also makes reference, where relevant, to findings from recent research and consultation undertaken by WHM particularly where women had shared their views and experiences of health services. 

These are:

· Making Connections – Disabled Women’s Health Networking Event  -5th July 2007 

· Purple Project – Research into the needs of older women -April 2008 

· BME Womens Event – networking and consultation event – October 2008

Further information on these is available from WHM on request.

CONFIDENTIALITY AND ETHICAL CONSIDERATIONS

The central ethical concern for this project was the protection of the participants anonymity and confidentiality. The women who gave their views, either in groups or individually, are not identified personally in the report. Confidentiality was explained to them either in groups or in the notes to the questionnaire. Equal opportunities monitoring forms were returned and processed separately from the questionnaires. If women wished to supply their details in order to receive further information these were recorded on a separate form.  Women were treated in a respectful manner throughout the consultation. Their participation was voluntary and some women approached chose not to take part. All women have been offered the opportunity of receiving feedback should they wish. WHM is committed to working to ensure that their views are listened to and lead to action and change.
WHO TOOK PART IN THE CONSULTATION

The consultation aimed to reach as wide a range of women as possible in order to ensure a diversity of perspectives was included. Those who took part included: young women in schools, disabled women, women from BME communities, women experiencing domestic violence, a mums group and women volunteers. It was also hoped to include views from older women, women with mental health problems, students and refugees and asylum seekers but we were unable to arrange this within the timescale of the consultation. The views of lesbians and bisexual women form the basis of a separate report.

28 women took part in group discussions

43 questionnaires were completed

48 women returned equal opportunities monitoring forms

NB: some women took part in group discussions and completed individual questionnaires

A breakdown of the equalities monitoring is included in appendix A.

In addition to the figures included in this report 16 women took part in the consultation with Lesbian and Bisexual women. Although this is presented as a separate report it is worth noting that many of their views and experiences of services as women echo the findings outlined in this report.

SUMMARY OF FINDINGS

This section sets out to summarise some of the key things women told us. A detailed account of responses is included in appendix A.

Experiences of Services

Women taking part in the consultation had made use of a wide range of local health services recently. Most women used GP services and other services identified included dentists, hospital, midwifery, health visitors, school nurses, district nursing, sexual health services, opticians, pain clinic, pharmacy.

The key things which had prevented or put women off using services largely related to attitudes and ease of access

 “brushing off attitude, judgemental”

“attitude of receptionists”

 “patronising attitude”

More than one person had been put off or prevented from using local health services by male professionals. For example one woman was put off by a male doctor who:

“made (her) feel very uncomfortable”

The issue of access to women health professionals and the vulnerability which women feel in mixed gender environments emerged a number of times in the study.

Services could be improved by ensuring access to female professionals.

 “Make sure there is always a woman doctor available.”

And by:

“Not asking women to sit in mixed waiting rooms and indeed public access areas, semi-naked, prior to tests.”

Women reported difficulties with having to ring in the morning to make appointments with GPs, transport and support to get to appointments, doctors being closed on certain days and having to move location because of physical access requirements.

One woman told us that:

“the local practice wouldn’t let me stay with the practice when I moved to a hostel through domestic violence.”

Several women reported problems in relation to accessing dentistry and many experienced delays and long waiting times for accessing other services.

Most of the positive experiences reported related to the quality of communication, discussion and explanations of treatment options:

“the doctor was helpful and listened”  

the district nurse “spent time discussing treatment”
the health visitor was “supportive with personal problems”
and the hospital caring for a relative “ explained how to care for her and what to expect”

Women also found being able to contact their doctor by text or e-mail helpful. This service was particularly valued by women experiencing domestic violence.

Other negative experiences related to not being listened to, waiting times for test results and referral on, problems with accessing dental care and neglect of physical care after giving birth:

“after c-section being left in unclean bedding for days”

Information and Communication

Women got their information about health services from a range of sources. Several used the internet, with the remainder getting information either through direct contacts within their own networks, from workers, friends, groups they were involved in, voluntary organisations (WHM, DIAL, The Market Place) or from leaflets and flyers picked up in GP surgeries or other community based facilities such as the library. Women sometimes found it difficult to access information, either not knowing where to look because of language or literacy problems or due to the lack of information in suitable formats. Sometimes they did not know what things were called, for example in order to use the Yellow Pages, so they did not know where to look. For many, leaflets were not enough or were confusing. Women valued opportunities to discuss information so that they could understand it and make informed choices.

Involvement and Consultation

Most of the women involved in this research told us that they had never taken part in consultation before or been asked for their views about health services. 

“Never been asked about my views before.”

Some women highlighted that the personal nature of health issues prevented them from expressing their views:

“It’s embarrassing.”

“Stigma around condition.”

“Talking about health and health care is intimate, private and energy sapping and upsetting. Don’t always want to focus on your ill health.”

Most of those who had been consulted previously belonged to a group of disabled women. Further exploration revealed that although they had previously been asked their views as disabled people their experiences as women had never been explored. This mirrors findings from the Making Connections Report where disabled women reported feeling that they were often not seen as ‘real women’ but were only viewed within the context of being disabled. 

Within the time constraints of the study it was not possible to explore this issue further and so it is impossible to say 

anything about the quality of their experience of previous consultations and whether or not this had been an empowering or disempowering experience. In The Purple Project research with Older Women for example, a group of older Asian women  felt frustrated, as they felt over consulted. They said:

“we feel like we answer a lot of similar questions for different people”. 

They also felt that they did not know where the information went or if anything actually happened as a result of the consultations. 
Employment

Only one of the women taking part in the consultation had ever worked for NHS Leeds. The barriers identified were related to perceptions of the accessibility of posts:

“you’ve got to have qualifications.”

 “Lack of suitable shifts for women with children.” 

and a lack of “knowledge of the way in.”
Others were put off by their perceptions of the organisation or the experiences of others:

“Account of practices of a few individuals regarding the treatment of disabled women.”

“Pay and reputation.” 

“My sister works for them and has been treated very badly.”

Women would be encouraged to apply for jobs by:

 “A positive scheme towards helping with childcare – better hours and less of a gap between the nurses and senior consultants.”

“More women within higher jobs in health professionals.”

“Job prospects, salary, working conditions.”

In order to make NHS Leeds a more attractive place for women to work they wanted to see:

“A positive approach to equality.”

Examples included addressing and changing the traditional roles of nurses as women and consultants as men, addressing childcare issues and offering flexible working conditions. For disabled women, personal assistance and help with access was an issue.  It was also suggested that:

“Personal contact and regular review”  would be helpful.

HOW WOMEN THOUGHT THINGS COULD BE IMPROVED

Access to services
Two key areas emerged :

· Ease of availability, both physical and in terms of communication

· Approachability and friendly environments

a/ Ease of availability (physical and communication)

The accessibility of services begins from the point of initial contact and a number of women had experienced difficulties in making appointments because of the telephone systems in place. This included the times they had to ring and difficulties in getting through. Being able to use other communication methods such as e-mail and text messaging was identified as being useful and other suggestions included free phone lines and more phone lines to contact doctors.

Physically getting to appointments often caused problems for women:

 “Can’t get to the emergency doctor, they are further away and it takes a long time on public transport.”

This could be improved with:

 “More centres so they don’t need to go out of their way.” 

“Clinic around your area.”

“Access for all could be improved by not sending people to hospitals that it’s impossible to get to on public transport.”

Other suggestions included the options of home visits and arranging transport to appointments.

Physical access issues often create additional barriers for disabled women in using services. An acknowledgement of the difficulties this causes would be a start. As well as addressing physical issues such as hoist provision it was suggested that training in the specific needs of disabled women would be helpful.

A key element in improving access is also addressing communication issues. Many of the women in this study found difficulties in communicating with health professionals. 

This issue is particularly acute for many women from BME communities who often experience both language and cultural barriers to communication. Better provision of interpreting and advocacy services as well as more cultural awareness would help.

Long waiting times had been problematic for some of the women and actions to address this would be welcomed.

Addressing financial barriers, which prevent women accessing services, could contribute to improvement. These include the cost of phone calls, dentist charges, car parking, transport and childcare.

b/ Approachability and friendly environments

For many women their experiences of services were very much affected by their perception of the friendliness and approachability of both the environments in which they were offered and the attitude of staff they encountered. Many women in this study described feeling vulnerable, patronised, not being listened to and encountering negative and judgemental attitudes when accessing services. Significant issues were identified in relation to privacy and confidentiality:

“Modesty is important with women’s needs, wearing clothes.”

“Don’t let receptionists ask what you’re seeing the doctor for.”

“See women separately from their husbands and ask about domestic violence, give phone numbers in a way that can be hidden.”

“Be more private.”

“People on the other end of the phone being nosey.”

There were also a number of comments relating to the lack of understanding of other issues which may affect a women’s ability to access services: 

“Really listening and considering the difficulties just arriving at the surgery with children, disabilities etc. – also, providing interpreters and champions from all branches of the ethnic community.”

“Leaflets are OK but don’t address lack of confidence, reading skills, language difficulties and even mental health problems when initially approaching a GP. This could be greatly improved by a more warm approachable even good looking environment within surgeries as well as proper mental health training for all GPs not just an optional addition i.e. a less purely bio-medical approach.”

“Better understanding of additional pressures on women, especially as mothers/carers e.g. telling mother of toddlers she has to rest and not do much isn’t particularly helpful or realistic.”

“It’s hard to keep appointments if you’re in a violent or controlling relationship.”

Services could be improved immensely by addressing what many women perceive as negative and patronising attitudes, by more understanding of women’s personal circumstances and by listening to women:

“We are experts about our own bodie.s”

Understanding of women’s needs

A key theme emerging throughout the consultation was the need for services to work from a more woman-centred approach, with many participants suggesting that services need to listen more to women and ask: 

“What women want and how their lives can be made easier.” 

The need for time for women to discuss things and for a more holistic approach, which acknowledges that women’s use of services takes place within the wider context of their lives, was seen to be important.   Examples given included the need for services which are child friendly, recognising the impact of violent relationships on women’s ability to keep appointments, recognising that young women may wish to discuss their health care away from their parents, the need to recognise when women may have additional support needs, physical aids such as hoists and a wider understanding and awareness of the needs of disabled women, offering language support and culturally sensitive services to women from BME Communities.

 A key concern which emerged was the need to offer services in ways which respected women’s privacy and were not based upon assumptions. The parallel study undertaken with lesbian and bisexual women identified that this issue is felt particularly acutely around maternity services where women encountered many assumptions about their relationships and sexual orientation.

Specific training about women’s needs has an important role in addressing these issues, as would better involvement of women  in the planning and evaluation of treatments and services.

 “Staff should have training around gender issues to ensure that they understand how sexist attitudes can affect judgements and treatment of women and how women might feel more vulnerable than men.”

“I think staff need to involve women more in planning and evaluating treatment and services. Also, a holistic approach to/evaluation is required e.g. tablets that make you tired whilst relaxing you may assist pain but stop you being able to function.”

“Training in how to deal with the needs of women, including childcare.”

Information

Key issues here were about where information is provided, the accessibility of information in different formats and the opportunity and support to explore and discuss health information in ways which enable women to absorb and process it effectively. The role of women’s groups and the need to target information at specific groups such as disabled women or women from BME Communities is identified.

“More information should be given directly to women’s groups with particular needs e.g. ethnic minority and disabled groups, to give them the confidence to speak to someone.”

Information provision needs to be linked into wider community development approaches.

It is clear that the women in this research access, information from a wide range of sources. This is linked to the patterns of their own lives and communities and often takes place in non-medical settings for example through groups, personal and social networks and community facilities such as libraries. Women wanted:

“A place where you can go to get any information on health matters in your area, around where you live.”

Women wanted information in the wider community in the places where they go.

 “More information through local access points that women go to e.g. supermarkets etc.”

Women also wanted information available through groups, in shopping centres, schools, community facilities and public places. It is important to women that they also have opportunities to discuss the information with others, both professionals and peers, as well as access to appropriate support and advocacy to make effective use of services. 

Women want:

“A more ‘human’ face – information is usually so dry and also dogmatic. No room for emotional response.”

“More information in an accessible way, in languages, and explain conditions that are cultural, like FGM (female genital mutilation).” 

A greater understanding of the way in which women access information and how this is linked into community development could inform the development of better information strategies.

Consultation and Involvement

“Listen to the views of women about their own health- they are the experts not GPs.”

It is clear from the responses to this consultation that few women feel that they have been asked their views or had opportunities to comment before on the services they receive. Where women had been consulted this was not to seek their views as women but for other reasons, for example because they are disabled. The lack of opportunity for women to explore the impact of gender upon their experiences has previously been highlighted both through the Purple Project Research and in the report from the Making Connections Disabled Womens Health event.

Women in this study had either:

“Never been asked before.”

or found the personal nature of health problems prevented them from expressing their views. 

One woman had been put off by experiencing a: 

“.…patronizing and aggressive attitude when suggesting better practices.”
Many of the suggestions for improvements highlight the need for consultation and engagement processes specifically aimed at women. The importance of feeling safe to discuss personal issues is important:

“ Confidential interviews.

  “Private rooms to discuss.” 

The value of discussing issues in groups and sharing experiences with other women is highlighted. Women want:

“More groups.”

“More womens groups.”

“Consultations for women.”

“Focus groups.”

“Designated women’s workers.” 

Making better use of voluntary and community organisations and community venues as a way of engaging with women was also seen as a way of improving involvement and consultation.

EMPLOYMENT

In order to make NHS Leeds a more attractive place for women to work they wanted to see a ‘positive approach to equality’. For many of the women in this study, their own negative experiences of health care and their perceptions of the NHS ‘hierarchy’ (for example nurses as women, consultants as men) puts them off. They wanted to see more positive action to address childcare issues and offer a more flexible and supportive working environment as well as action taken to change the gender bias in certain roles. For disabled women, personal assistance and help with access is an issue.  Women also suggested that NHS Leeds could encourage more women to think about working for them by offering:

“More outreach and information sessions in the community.”

RECOMMENDATIONS AND WAYS FORWARD

The constraints of this consultation mean that the findings merely provide a ‘snapshot’ of the types of issues women face when making use of heath services.  WHM is a community development organisation and as such we recognise the limitations inherent in this piece of work. Our approach has had to be pragmatic and based upon consultation rather than involvement principles. Involvement would require ongoing partnership with the women with power and decision-making delegated to them. Experience tells us that it is preferable to do follow-on sessions to get underneath some of the issues and to feedback to participants more fully. It would also be preferable to engage and involve women in a more substantial way with longer-term involvement goals. There is interest from some of the women involved in this consultation in this type of approach in the future.

As such we have not identified detailed recommendations from our findings in relation to specific service delivery issues nor identified services which are doing particularly well or badly in relation to women’s needs. This would not be possible without further and more specific research. 

We do however make a number of recommendations in relation to further research and consultation to develop the scheme, as well as drawing some general conclusions about the issues which could be addressed to improve women’s experiences of services.

Women centred approaches

The Purple Project research into the needs of older women identified that the use of women centred approaches and gender impact assessment models and tools identified issues and needs which would have been unlikely to emerge otherwise, for example the need for more recognition of the impact of domestic violence on the lives of older women. 

Most of the women in this study had little or no experience of giving their views about health services and the personal nature of these experiences may prevent them from sharing their views. There is much that needs to be done to develop effective and safe ways for them to express their views and concerns and feel that they will be listened to. For many women the need for women only services, women professionals and access to the support afforded by coming together with groups of other women was highlighted as being important. Providing better access to women professionals and women centred and women only services would make a big difference for many women.

Listening to women

Throughout the responses to all parts of this consultation this emerges as a theme, whether in making the difference to the perceptions of services or in relation to consultation and involvement. The need to hear and value what women have to say is key. Many women in this study felt unheard and often judged or patronised in their experiences of services and as a consequence found it difficult to express their views. Providing better opportunities for women to feel more empowered and in control of their healthcare, choices and treatment would make a significant difference to the quality of their experience.

Confidentiality, privacy and respect

This theme emerged throughout and it is essential that it is addressed across all services and by all health service staff from the point at which women access services. The issue of confidentiality is central to women being able to trust and feel safe in their use of services. A bad experience with a doctor’s receptionist can undermine their willingness to access the care they need. Ensuring that women are made to feel physically comfortable and respected, for example by not having to sit semi clad in waiting areas, should be a priority. 

Many women felt that assumptions were made about them, their lifestyles and choices; this made them feel uncomfortable and vulnerable. This issue emerges particularly strongly in relation to the experiences of lesbian women in maternity services where they perceive that heterosexist assumptions prevail. It is also a major concern for disabled women and women from BME communities who have often encountered, or are worried about encountering, ignorance, prejudice and discrimination.

Training around confidentiality and awareness of equality and diversity issues needs to be addressed for all staff across NHS Leeds. This training could be delivered by people from the different equality groups, for example disabled women doing training sessions about understanding their needs with NHS Leeds staff.

Where women go

For many women in this study the location of services and information made a big difference to their experience and many found difficulties with transport to services that were not in their immediate locality. For disabled women, the need for accessible buildings, aids and adaptations and appropriate support should not mean that they have to travel out of their area for appointments at considerable financial cost. Women want services and information to be available through their own communities and networks so that they can access them in ways that fit in with their lives. NHS Leeds could develop an approach which incorporates more outreach and community development and build a better understanding and links with different communities across Leeds.

Women in the context of their own lives

Women need to access services and information within the contexts of their own lives and relationships and this needs to be taken into account in the planning and delivery of services. Women are often responsible for the care of children and other dependants and they would like to see services which are responsive to their own individual needs. For example, they may need to take children to appointments with them and organise appointments around other demands. Some of the ways in which services are structured do not take these issues into account, which at worst may mean that women are prevented from accessing them. Physical and communication barriers also need to be addressed and this is a particular issue for women from BME communities and disabled women. A review of how services deal with these issues could provide a useful starting point for further action.

CONCLUSIONS

As already outlined it has been difficult to undertake this consultation in a meaningful way within the timescale allowed. This has been frustrating at times and limited the scope the types of approaches adopted. There are many more women we would like to have reached and we would have liked to have worked in partnership with women to explore some of the issues in more depth through follow up sessions. We would also have liked more opportunity to adapt the consultation to meet the needs of different women, for example developing more appropriate tools for consulting with young women in schools.

This report clearly shows that many women have never shared their views before, either because they haven’t been asked or because these experiences are so personal. Women have a wealth of knowledge and experience to contribute to improving health services in Leeds, not just for themselves but for other women. The main message from women is the need for a more woman centred focus in service development and delivery and for access to women only spaces where women feel safe to share their views. The report also highlights the need for further more detailed work with women around the issues they face, to contribute to the future development of the Single Equality Scheme. 

We are very grateful to all those who took part in, and supported this consultation, particularly the staff and volunteers of WHM, without whose commitment we would not have achieved so much.

We hope this report provides a starting point for NHS Leeds to not just ask women what they think but to listen and act upon what they have to say.

APPENDIX  A

Womens Health Matters – PCT Consultation

January 2009

Summary of equality monitoring information

Total number of women who completed the forms = 48

N.B. Not all women answered all the questions

Some of the women who were consulted made the following observations about the format of the questionnaire itself:

· Some questions felt quite personal

· Some questions were hard to understand

· There were too many questions

· Some questions could have been put together

· Shorter questions would have been easier to answer

· A multiple choice format would have been easier to fill in

The following information was given on the equality monitoring forms:

Age

	Under 16
	6

	16 – 25
	12

	26 – 40
	13

	41 – 64
	16

	65+
	1


Ethnic origin

	White British
	31

	Pakistani
	7

	White British/Caribbean
	2

	White British/African
	1

	Irish
	1

	Indian
	5


Do you identify as disabled?

	Yes
	11

	No
	36


Do you have a long term health condition?

	Yes
	16

	No
	30


What is your sexual orientation?

	Straight
	44

	Bi-sexual
	2

	Prefer not to say
	2


What is your religion?

	Christian
	7

	No religion
	15

	Muslim
	7

	Spiritualist
	1

	Prefer not to say
	1

	Sikh
	2

	Hindu
	3


Do you have major responsibilities for the care of dependents?

	Yes
	12

	No
	23


Are you a lone parent?

	Yes
	11

	No
	24


Geographical spread

	LS3
	1

	LS6
	4

	LS7
	1

	LS8
	5

	LS9
	10

	LS10
	1

	LS11
	1

	LS12
	1

	LS15
	1

	LS16
	2

	LS17
	4

	LS18
	1

	LS28
	2


Summary of responses to the questionnaires

1. Your own experiences of local health services

Please tell us about any local health services you have used recently

	GP
	25

	Hospital/surgery
	8

	Optician
	2

	Dentist
	9

	Chest clinic
	1

	Chiropody
	1

	Occupational therapy
	1

	Health visitor
	3

	Pharmacy
	1

	Midwife
	2

	NHS walk in centre
	1

	Sexual health centre
	1

	Emergency dental clinic
	1

	Leeds wheelchair centre
	1

	District nurse
	1

	Burley Lodge
	1

	School nurse
	1

	Breast screening
	1

	Smear test
	1

	Emergency doctor
	1

	Eye clinic
	1


Has anything put you off or prevented you from using local health services?

	Waiting lists are too long/delays
	3

	Having to ring at 8am for an appointment that day
	4

	0845 numbers
	1

	GPs closing during the day for training etc.
	2

	Attitudes of receptionists
	1

	Transport difficulties
	2

	Not being allowed to stay with practice when relocated to a refuge
	1

	Patronising attitude of GP/’brushing off’ concerns
	4

	Fear of needles/equipment used
	2

	Nervous of using a telephone/communicating
	1

	Access to buildings
	2

	Cost
	1

	Trust
	2

	Delays
	1

	Overlooking previous illnesses in relation to medication
	1

	No access to NHS dentist
	1

	Felt uncomfortable with service staff
	1

	Not enough privacy at reception desk
	1

	Uncomfortable with male staff
	2


Have any of the services you have used been particularly good and why?

Women gave the following responses:

· Doctors you can contact by text and e-mail

· Getting a text to remind you of appointment times

· Hospital staff being patient with worried relatives

“If language is the same is good.”

“GPs know which medicines are good.”

“Doctor can send you on to the relevant people.”

“Doctors can listen well and then we feel satisfied.”

“Yes, the diabetic clinic – good communication, individual treatment.”

“Told me clearly what was going on."

“Health visitor has been supportive of my personal problems as well as my son.”

“Yes, because my daughter was ill and she received medications.”

“Breast screening very efficient.”

“Leeds sexual health clinic.”

“Infirmary maternity ward staff were excellent and very supportive.”

“Doctors have been really helpful with some mental health problems that hubby and myself suffer from.”

“Sexual health clinic at GPs.”

“District nurse service were supportive and spent over an hour discussing treatment – also records and telephone numbers were left with me and future visits were made at my behest.”

“Yes, A & E, they were very polite and saw me quite quickly.”

“Certain midwives have shown a real interest in alternative methods of birthing and ways of dealing with nutritional needs.”

“Citywise – very efficient and friendly.”

“Doctor was helpful and listened to me.” 

“Doctors gave me steroids and it really helped.”

Staff at eye clinic who were really helpful in sorting out mess caused by my doctor.”

“Dentist – seen straight away when needed.”

“My GP really listens, I can usually get an appointment within 2 days.”

“Consultants in lung function and liver clinics seem these days to be better at respecting patient’s knowledge of themselves and their conditions – at least they are of me, perhaps this is because I’m older than them now?”

Have any of the services you have used been particularly poor and why?

Women gave the following responses:

· Waiting times

· No privacy

· No women doctors available at certain practices

“Doctor forced to give only cheap medicines.”

“GP being so little interested in me that she wrote a letter of referral for me using someone else’s name, date of birth and address.”

“If you have serious illness, only then do you see a specialist.”

“Can be sitting for too long and then when you are not looked at, that’s why we don’t go to appointments.”

“Have to go early to hospital or doctor and then wait ages.”

“Difficult to take my disabled son to the doctor and emergency doctors don’t come.”

“Inaccessibility of CASH clinics – times confusing and ever changing, really difficult to get to on public transport if you don’t live in the area (all of them are a two bus journey from my house).”

“They display your name on a screen when it’s your turn – bad for confidentiality.” (member of domestic violence support group)

“It can be very difficult to get GP appointment when working.”

“Doctors – not been able to get an appointment when needed.”

 “What professionals should be doing is investigate the illness and what causes it - not just give short term solutions like painkillers which are cheap to buy. That’s why we go abroad and buy whatever we need, especially the medicines we use here that work.”

“I had an older health visitor who always disrespected me and how I was bringing up my child – I was 19.”

“Refused treatment by the dentist because I’m a wheelchair user.”

“My Mum had an appointment at the hospital – got letter to inform her the day before – not enough notice.”

“Very poor access – physical and attitude.”

“Not enough help.”

“The midwife forgot to book me in to be induced – the midwife said the baby’s shoulders was in fact baby’s head – baby was ready to be born.”

“After a section they didn’t change the bedding enough, there was blood all over it.”

“Can’t get hold of an NHS dentist.”

“Only women doctor went on maternity leave and since then, almost impossible to see a woman doctor because locums are a bit hit and miss – yesterday witnessed distressed patient who couldn’t see a woman doctor till March!”

“Being told I couldn’t take my child with me to an x-ray appointment, which as a single Mum equalled not being able to go to appointment.”

“A male midwife.”

“Midwifes not listening to what you say.”

“Auxiliary staff completely ignoring me when I told them I was feeling very faint and was becoming hypoglycaemic, in an out-patient waiting room, with the result that I became unnecessarily ill and distressed.”

“Being left in unclean bedding for days.”

“I went to hospital for blood tests – they didn’t give me the results back for 2 months and I had tuberculosis. I’ve been waiting for an operation on my hand for a year.”

“Phlebotomist who was rude and made me feel like I was really putting her out when I told her that if I didn’t lie down for the blood test I’d faint (as I always do).”

“When I tried to get my records from the CASH clinic (re. fitting of IUD) I was told that all records from that particular clinic had been archived and were unavailable, which is somewhat concerning since a. they were supposed to be contacting me after 4 years to remind me I need replacement, which they haven’t and b. I need details of what kind of IUD I have etc.”

“Long waiting list for dental.”

“Lack of diagnosis for complaint because GPs and consultants would only look for one cause and having failed to find it pretty much made it up as they went along, or implied that there was no problem - specialisms are all very well but once it’s outside their experience, where do you go?”

“Being prescribed medication that I expressly said I didn’t want.”

What would help improve access to services for women?

Women gave the following responses:

· Waiting times

· Less judgemental attitudes – get to know the individual

· Training around the specific needs of disabled women

“Transport is an issue.”

“Parking is expensive.”

“Have to wait too long at appointments then have to run and pay for extra parking and then lose the appointment.”

“Should be able to explain how long we have to wait.”

“There should be specific support for disabled women and trained staff.”

“Mobile cervical/breast/sexual health screening to go to people’s workplace.”

 “More than one phone line so not engaged – a free phone line.”

“Dentists not charging £16 for a 3 minute check up.”

“Can’t get to the emergency doctor, they are further away and it takes a long time on public transport.”

“Typing your name and birth date into system can be seen by others – self check in would be better.” (member of domestic violence support group)

“More drop ins.”

“Not asking women to sit in mixed waiting rooms and indeed public access areas, semi-naked, prior to tests.”

“Transport to emergency doctor.”

“Clinic around your area.”

“Access for all could be improved by not sending people to hospitals that it’s impossible to get to on public transport.”

“More interpreters.”

“Better understanding of additional pressures on women, especially as mothers/carers e.g. telling mother of toddlers she has to rest and not do much isn’t particularly helpful or realistic.”

“Need to have suggestions and places to go for help/resources.”

“More female health staff.”

“Free phone line for doctors.”

“Not asking women to undress unnecessarily.”

“More centres so they don’t have to go out of their way.”

“Make sure there is always a woman doctor available.”

“Childcare issues – making sure it’s possible for patients to use services even if they have to take their children with them.”

“Better promotion and information.”

“If staff gave space and time to patients to discuss and digest information and advice; also gave you information on support groups and emergency contacts.”

“See women separately from their husbands and ask about domestic violence, give phone numbers in a way that can be hidden.”

“Being Asian it’s hard to ask for the morning after pill from an Asian person.”

“Better childcare facilities; an understanding of children’s behaviour by GPs and other members of staff.”

“When they pick you up.”

“They should pick you up or come and see you at home.”

“More leaflets.”

How can services and their staff understand and deal with women’s needs better?

Women gave the following responses:

· Through training

· Meeting disabled women

· A unified medical record

“Leaflets.”

“Results need to be explained.”

“Rather go abroad. I am going to Pakistan for an MRI scan on my kidneys because I’ve waited 7 months and I know my condition is serious.”

“We can buy medicine abroad and we understand more language.”

“More information in an accessible way, in languages, and explain conditions that are cultural, like FGM (female genital mutilation).” 

 “Talk to them in an appropriate manner – it’s not our fault if they’re fed up with their job.”

“More women staff.”

“Be gentle, respectful, most of them are.”

“They can start by understanding that visits to hospitals/doctors etc. are not neutral. People feel vulnerable, anxious, scared and need extra support and understanding than usual.”

“Don’t let receptionists ask what you’re seeing the doctor for.”

“Have more women.”

“It’s hard to keep appointments if you’re in a violent or controlling relationship.”

“People talking to you with respect.”

“Staff should have training around gender issues to ensure that they understand how sexist attitudes can affect judgements and treatment of women and how women might feel more vulnerable than men.”

“Encouraging staff not to make judgements about people’s lifestyles, choices, desires etc. etc.”

“Be more private.”

“People on the other end of the phone being nosey.”

“GPs listening to what you say and giving you advice.”

“I think staff need to involve women more in planning and evaluating treatment and services. Also, a holistic approach to/evaluation is required e.g. tablets that make you tired whilst relaxing you may assist pain but stop you being able to function.”

“Training in how to deal with the needs of women, including childcare.”

“Asking what women want and how their lives can be made easier.”

“Asking women themselves – checking up on women who might need additional advice/support.”

“Listen more and have more time.”

“I’ve been waiting for a year to get my tooth fixed – I don’t have a dentist, I’ve been on the waiting list for a year.”

“Talking slowly and understanding more.”

“Do more research like this.”

Tell us about any additional difficulties you face in accessing health services and information

Women gave the following responses:

· Not accessible

· Negative attitudes

· Lack of holistic approach

“Language line interpreters are needed.”

“Training is needed to understand clients without them feeling patronised.”

“Hard to get through to them, getting appointments at times that suit me,. Some leaflets don’t explain things too well.”

 “Having to wait really long to see someone.”

“It’s good that you don’t have to have your parents with you when you see the doctor.”

“I would like more clinics relating to women’s needs only, contraception and smear testing.”

“Doctors need to speak clearly, not too fast.”

“Not getting appointments when needed.”

“I wouldn’t make people wait so long.”

“I have many conditions that I could manage much better if there was more focus on services based on maximising health, rather than crisis management.”

“I have found it difficult to get appointments for sexual health.”

2. Communication and information

How do you get information about health issues and local health services?

Womens Health Matters

Community psychiatric nurse

Speakers at the women’s group

Carers support

Agency support

Self referred

From groups

Internet

Leaflets

Magazines

NHS Direct

Friends/family

Health Centres

Phone books

Libraries

Doctors

Flyers/posters

Ask workers

DIAL

Newsletter

GP

Connexions

Girl’s group

Citywise clinic

Baby clinic

Work

Tell us about any difficulties you have had in finding the information you need

Women gave the following responses:

· Literacy

· Memory issues

“I can’t speak English, so don’t.” (translated)

“Difficulty in finding out ‘real’ effects of pill and other alternatives.”

“Often in written form.” (visual impairment)

“It’s called under completely different in yellow paper.” (difficulty locating services in Yellow Pages)

“Hard to find in Yellow Pages when it’s called something else.”

“Something under something different.” (in the phone book)

“Whilst GPs give good general advice they seem clueless about where to get information/support for wider issues – childcare/carer/disabled.”

“With regard to finding information I feel that certain groups of people may be at a great disadvantage especially when English is a second language or there are learning difficulties. Even wheelchair access is an issue.”

“Getting proper information from consultants is sometimes really difficult, especially surgeons.”

“Nothing displayed in schools.”

Tell us about any information you have found particularly useful

Women gave the following responses:

· Phone advice

· Face to face

· Talking

· In the GPs surgery

· Market Place website

“Meeting with Carers Leeds, who told us that exercise is good and what costings are when we go out.”

“Both Womens Health Matters and DIAL were useful.”

“Information about the differences between baby blues and post natal depression was useful bit I don’t feel it would be easy for women to approach practitioners and that this should be included with physical health in women’s post natal care.”

“C-card points, emergency contraception.”

“GP has leaflets in waiting room.”

Who would you contact if you had a comment or complaint about local health services?

CAB

Leaflets

Area Health Authority

Complaint form

The Manager

The Council

Practice Manager

NHS

Parent

Womens Health Matters

Local MP

“Complain straight to the person.” 

“Please tell us.”

“In the past I have complained by going directly to the Practice Manager, member of senior staff and in extreme cases, PR office. If I hadn’t got any joy from this I would talk to Independent Complaints Advocacy service or PALS.”

“I don’t feel confident that there would be anyone within the health services who would both note my concerns and carry them through to make a positive change.”

“Don’t know.”

What could be done to improve information about health and health services for women?

Women gave the following responses:

· Someone to explain/give advice

· Point for information in hospitals

· Advocacy

· Different formats e.g. pictures/tapes

· Cleaners

· Female doctors

· Website

 “We are the experts.”

“More information through local access points that women go to e.g. supermarkets etc.”

 “Lady nurses – can speak to them.”

 “Modesty is important with women’s needs, wearing clothes.”

“Ask what we want to do.”

 “Listen to you more about problems you have.”

“Have a place where you can go to get any information on health matters in your area, around where you live.”

“Advertise more.”

“Health advice and information needs to be more individual and in bitesize chunks to allow women to process it.”

“More information should be given directly to women’s groups with particular needs e.g. ethnic minority and disabled groups, to give them the confidence to speak to someone.”

“More information displayed in schools.”

“A more ‘human’ face – information is usually so dry and also dogmatic. No room for emotional response.”

“More advertising.”

“Cut waiting times.”

“More clinics or information about where they are.”

Tell us about any other barriers you face in accessing health services and information

“Financial barriers.”

“More large print and simple layouts are needed.”

“More physical aids locally e.g. hoists in each new health centre.”

“Efficient transport.”

“Leaflets are OK but don’t address lack of confidence, reading skills, language difficulties and even mental health problems when initially approaching a GP. This could be greatly improved by a more warm approachable even good looking environment within surgeries as well as proper mental health training for all GPs not just an optional addition i.e. a less purely bio-medical approach.”

3. Involvement and Consultation

Have you ever been asked your views about your local health services or taken part in a consultation before?
The majority of women who took part had never been asked for their views.

Those who had been asked for their views gave the following responses:

	Yes
	Local health service
	1

	
	Carers feedback
	1

	
	Girl’s group
	1

	
	GP questionnaire
	1


Are there things which stop you and other women getting involved in sharing your views?

Women gave the following responses:

· Lack of groups

· Isolation

· Feeling forgotten about

“It’s embarrassing.”

“Stigma around condition.”

“People do not approach directly or give time and space to discuss views.”

“Questions are too narrow – yes/no or a rating.”

“Not enough groups for people to talk about problems with NHS services.”

“Some things too personal to talk about.”

“A generally patronising and often aggressive attitude when suggesting better practices.”

“Talking about health and health care is intimate, private and energy sapping and upsetting. Don’t always want to focus on your ill health.”

“Never been asked about my views before.”

“When are we asked to get involved? I’m asked because I’m involved in that sector but I don’t think any of my friends or family have ever been asked or would know that they could.”

“Never been asked.”

“More female health professionals.”

What are the best ways of making sure that your views and the views of other women are listened to?

“Keep saying it over and over again.”

“Getting doctors to listen to us – we are experts about our own bodies.”

“Talk out loud.”

“Keep writing them down.”

“Speaking up about issues which are important to women.”

“More groups held to share different views.”

“Closer links with the voluntary sector.”

“Double appointments at medication review.”

“Doctors and nurses asking you questions about your views and putting them forward.”

“Really listening and considering the difficulties just arriving at the surgery with children, disabilities etc. – also, providing interpreters and champions from all branches of the ethnic community.”

“Ask more young people.”

“Drop ins.”

“More women only groups.”

“Offer an advocacy service.”

“Complaints procedure to be advertised in GPs and dentists.”

“Surveys.”

What could be done to improve involvement and consultation with women?

Women gave the following responses:

· More women’s groups

· More funding

· Designated women’s workers

· Ask previous/current users about their experience

· Consult voluntary sector

· Confidential interviews

· Consultations in venues such as Family Centres, libraries and resource centres regularly

· Women only space

“People listening more to them.”

“Run focus groups and consultations with women.”

“Allow them to express their views.”

“Childcare.”

“Supportive and safe consultative environment, time to talk about issues, expectations etc.”

“A real willingness to listen to the views of women about their own health of which they – not GPs – are an expert.”

“Have more events where young people are asked their views.”

“More private rooms for women.”

“Perhaps on the internet.”

“More questionnaires like this.”

4. National Health Service Employment

Have you ever worked for NHS Leeds?
	Yes
	1


What would stop you applying for a job with them?

“Fear of being turned down – attitudes to disability.”

“Want honesty about impairment – can’t accept reality or give support.”

“The pay and the reputation it has.”

“You have got to have qualifications.”

“Accessibility of job spec./application form etc. – lack of transparency – knowledge of way in.”

“Beaurocracy – constantly moving goalposts.”

“Stressful working conditions.”

“Accounts of the practices of a few individuals regarding poor treatment of disabled women. A lack of suitable shifts for women with children.”

What would encourage you to apply for a job with them?

Women gave the following responses:

· Good wages

· Support

· Information sessions on job prospects

· Visits to/from sites of jobs

“Chance to work for NHS – important and unique service.”

“A positive scheme towards helping with childcare – better hours and less of a gap between the nurses and senior consultants.”

“More women within higher jobs in health professionals.”

“Less formal jobs.”

“Better pay and flexible hours.”

“A job which I thought would actually make an impact on real people – and job security and money obviously.”

“More advertising for the jobs.”

“Job prospects, salary, working conditions.”

“Pay rises.”

What would make NHS Leeds a good place for women to work?

Women gave the following responses:

· Often, disabled women’s experiences as patients are poor, so they feel the NHS wouldn’t be any better as an employer of disabled women.

· Flexible working

· Chidcare

· Help with Personal Assistants, access costs

· Personal contact

· Regular reviews

“To be flexible and understanding.”

“Equality, childcare and pay.”

 “For both staff and patients an acceptance that to have choice all avenues must be considered, explained and open to women who want or may want a service in the present/future.”

“A change in the traditional nursing roles for women and consultant jobs for men with positive encouragement within equality.”

“Easier access courses.”

“More crèche facilities.”

“Less bureaucracy, more empowerment, more emphasis on long lasting benefits = job satisfaction.”

“Positive and encouraging management.”

“A more encouraging attitude towards maternity leave and childcare.”

“More childcare facilities.”

“Positive attitudes and a passion for the work.”

General comments and opinions

During more general discussions around the issues raised by completing the questionnaires, the women who were being consulted raised the following additional points about health services:
· Gender choice – should be able to choose female staff

· Discretion with samples

· Patronising attitudes

· Reaching out to those who may not/may not be able to speak out

· Waiting for hoists/other equipment

· Clear explanation of choices

· Medicalisation of conditions such as pregnancy, mental health

· Staff attitudes/approaches

· Lack of privacy

· Lack of choice about treatment
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WOMENS HEALTH MATTERS

NEEDS YOUR VIEWS!

NHS Leeds provides most of the health services in Leeds( for example doctors, dentists , pharmacists, opticians, hospital care, emergency services, health visitors, district nurses, school nurses). Sometimes people may find it hard to get the services they need because they face additional barriers or because services are not organised in a way which is sensitive to or suits their needs. 

The NHS Leeds Single Equality Scheme will identify what needs to be done in the next 3 years to improve services for different groups in the community and begin to tackle the inequalities people experience in accessing health services because of their race, gender, disability, religion/beliefs, sexuality or age.

Womens Health Matters is a community development organisation that has been working with women on health issues for 21 years. We would like to hear your views about issues which are important to women and what you would like to see happen to improve health services for women.  Your views will be combined with those of other women in a report to NHS Leeds. This will help them to identify the priorities for women in Leeds in the next 3 years. 

Any information you give us on this questionnaire will be treated as confidential. If you would like to be involved in any further consultation or find out what has happened as a result of your involvement there is a separate form you can complete so that we can get in touch with you.

Thank you for your help.

YOUR OWN EXPERIENCES OF LOCAL HEALTH SERVICES

Please tell us about any local health services you have used recently.

Has anything put you off or prevented you from using local health services?

Have any of the services you have used been particularly good and why?

Have any of the services you have used been particularly poor and why?

What would help improve access to services for women?

How can services and their staff understand and deal with women’s needs better?

Tell us about any additional difficulties you face in accessing health services and information                                                                                                                

COMMUNICATION AND INFORMATION

How do you get information about health issues and local health services when you need to?

Tell us about any difficulties you have had in finding the information you need.

Tell us about any information that you have found particularly useful.

Who would you contact if you had a comment or complaint about local health services?

What could be done to improve information about health and health services for women?


INVOLVEMENT AND CONSULTATION

Have you ever been asked your views about your local health services or taken part in a consultation before?

Are there things which stop you and other women getting involved in sharing your views?

What are the best ways of making sure that your views and the views of other women are listened to?

What could be done to improve involvement and consultation with women?




NATIONAL HEALTH SERVICE 



EMPLOYMENT

Have you ever worked for NHS Leeds?

What would stop you applying for a job with them?

What would encourage you to apply for a job with them?

What would make NHS Leeds a good place for women to work?

APPENDIX C

Consultations

Activities/workshop -DRAFT

	Time
	Activity
	Resources

	5 min
	Introductions:
What we’re going to do and why 

Who we are and name go-round

What services we’re looking at
	Information leaflet for people to take away ?

	15 mins
20 mins
	Ideal World:
Working as a group:

“Imagine you have to go to the doctor with a health issue that you’re worried about.  What would make it the best possible experience ?”  

Use large sheet of paper (roll of paper or flip chart etc) to illustrate this ideal world: use words, pictures, speech bubbles.

The reality:

“How does this differ from experiences you’ve had visiting doctors, hospitals, dentists, chemists etc.”

“What experiences are specific to women.  What experiences are specific to your community (BME, disabled women for example).”

Record people’s experiences


	Felt pens
Large paper

If group want, use a scribe or PA to write or draw what members of group want to put on.

Flip chart paper

	10 mins
15 mins

5 mins
	How do you know?
We are going to look now a how you find out about services and health issues and how easy is it to get information that you need.

Can anyone give any examples of the kind of information you might need ?

Has anyone got any idea of how to get this information ?  

Was it easy to get it?

What were the problems with it ?

How would you like to get information?

Either in pairs or in whole group:

Take one of these examples of information you might need and discuss what you think would be the best way of getting the information.  

If working in pairs, feed back to whole group.


	Flip chart,
Pens

Might be useful to have a list of issues and services incase group don’t come up with many, to add in



	20 mins
	Questionnaire
Ask people if they would like to fill in a questionnaire as well, as individuals.  

Give out questionnaire. (they could take away or do in the group in pairs)


	Questionnaire
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