Making Connections

Disabled Women’s Health Networking Event

5th July 2007

Womens Health Matters

Womens Health Matters (WHM) is an independent voluntary organization run by women for women. We work with women across Leeds so that they can together take control of their lives and their health. WHM believes it is essential to listen to the concerns of women and recognises that women are experts about their own health. We take a holistic approach to health and believe it involves all aspects of wellbeing. We aim to make our services fully accessible and to support women to access services.

SEEN (Seen, Enabled, Empowered, Noticed) Project

The SEEN Project works to support disabled women throughout Leeds. We can offer support to disabled women’s groups wishing to become independent through fundraising and confidence building. We can offer advice and information on a wide range of health issues.

Making Connections 

Disabled Women’s Health Networking Event

Making Connections was a disabled women’s health networking event held on 5th July 2007. It was funded by Womens Health Matters and Leeds Community Chest. The overall aim of the event was to enable disabled women to get together in a safe and supportive setting to discuss experiences of using health services.

Due to the many barriers facing disabled women, finding accessible venues, high transport costs, and personal assistant costs this can mean that getting together can be extremely difficult.

37 disabled women attended the event with a good mix of women from different backgrounds. Through monitoring it was identified that 29% of participants had care of dependent responsibilities, this challenges the myth that disabled people are ‘cared for’ not ‘carers’ of others.

Feedback was extremely positive, with women highlighting how fantastic it was to come to an event where it felt safe to discuss disabled women’s health needs. A wide range of useful information was provided on the day. Workshops were held in the afternoon where women discussed specific questions about their personal experiences of health services. This information will be very useful to prioritise future areas of development work.

Generally it was felt that there was very little opportunity for disabled women to meet regularly in a safe, supportive space to chat about day to day issues affecting their lives. Nearly all of the participants expressed an interest in being involved in a City Wide Disabled Women’s Group. It may also provide an opportunity to campaign for change around specific health issues and barriers to services for disabled women.

Evaluations from Making Connections Event

5th July 07

What did you most enjoy about the day?

“Meeting other women and exchanging experiences. The food, the
company, people understood what you were talking about, felt validated.”

“Meeting other disabled women and talking about experiences.”

“It was fun socializing, we discussed personal details carefully. There was food, leaflets, people all in a fabulous building.”

“Good company, good conversation, excellent food.”

“Sharing our experiences about our different health issues.”

“Everything excellent.”

“Meeting new women.”

“The thing I enjoyed was sharing our experiences about our different health issues.”

“The chance to hear about the everyday problems that different people experience and ways of solving them.”

“Networking and accessing information to pass onto other people out in the community.”

“The total commitment of everyone.”

“Getting to know people - people are nice.”

“Meeting the different women with different disabilities and finding out about the volunteering - I’d like to get involved.”

“Having transport, meeting new people, listening to them, lunch.”

“Was nice to meet with women with differing experiences of health issues and being able to chat about them. The support of the staff was excellent.”

“Meeting other women with similar problems, didn’t have to worry about transport.”

“Knowing other disabled women and what WHM is doing. Staff very caring.”

“CHOCOLATE CAKE!”

Transport Issues

Do you use hospital transport?

How do you get to GP/dentist/clinics?

· Don’t use hospital transport unless necessary because can take half your life.

· If hospital transport let you know they were going to be late it would be better. Communication needs to be greatly improved.

· They are very prompt in getting to appointments but have to wait for ages to go home, waiting whilst in a wheelchair is very uncomfortable, some women were fearful and get anxious that hospital transport may not turn up to take them home.

· They should listen to the passenger about what they can and cannot do/what they are capable of.

· Costs around getting to dentist, chiropodist, doctor etc - there and back can cost up to £12 a time for some people.
Many women had issues getting to various appointments and waiting times for hospital transport caused major frustrations. Women often had to use accessible taxis; this has huge cost implications for women who often have access to limited money.
Feedback from group work session

Do you have enough information about health?

· Written information often not accessible, print size, jargon used. Internet information very good but can be hard to use for some and cost can be a barrier.

· One woman had just left school and felt there was a massive gap between being at school where everything is provided and accessible, and the world outside school.

· Women said they had paid to see consultants privately, much more positive experience, consultants took time to explain. Women felt that this was because they were ‘paying for it’.

· More training on information needs to be given to professionals to pass on. Expert Patient Program fantastic but not geared up to people who work full time. Also skims over health ‘ownership’

· There should be themed displays each month in GP surgeries, which could be done in conjunction with the Public Health Resource Centre - but GP’s may object to being ‘told what to do’.

· Receptionists need training and awareness sessions.
Overwhelmingly women felt that they did not have enough appropriate, accessible information about health. Women who were already accessing services got information from resource centres or events they attended, however many women were quite isolated and found getting information extremely difficult.

Do you use alternative therapies?

· The only way to know about alternative therapies is by word of mouth. Lack of information.

· Many women were put off by the high cost and were unaware that funding may be available via GP, ie the OATS (out of area team) scheme.

· Women were worried that it may make their ‘medical conditions’ worse.

· Many women used them for ‘pleasure’ rather than anything ‘medical’.

· Some women were very positive about their experiences when they had used ‘alternative therapies’.

What do you think of the attitude of health service staff?

· Generally bad because they do not listen to you. 

· You are dictated to and spoken to as if you are stupid.

· One woman took along a family member to an appointment with her consultant. He constantly talked to the family member instead of her as if she wouldn’t or couldn’t understand. It wasn’t only disrespectful it took away her self esteem and she felt as if it affected her independence.

· It just sometimes feels to the women that they are not women, not human, they are just a number to medical staff because of the way the women look (using a wheelchair, unintentional outbursts -noises etc).

· Staff do things to you instead of involving you.

· Disabled people should be allowed to be angry, not just passive - having to legitimise that anger does not happen to non disabled people.

· Attitudes such as: “You don’t use your feet anyway so there’s no point in doing anything. The only thing I can think to do is amputate your feet, how does that sound?”

· The women feel it is not just the medical profession where they do not feel respected - it is in general society - prejudice is everywhere.
Overwhelmingly women’s experiences were very negative regarding the attitude of health service staff and felt they were not treated with respect or listened to. Many women had experiences of staff talking to the ‘carer’ rather than them.

Do you know where to get information about health?

· Get information/appointments about smears from GP but get no information about how it will happen if you’re in a wheelchair.

· Attending events like this one give women a lot of information.

· Felt that professionals needed training in order to know how to disseminate appropriate accessible information.

· Despite having a nursing background one woman said she did not know where to get sexual health information from and was surprised at the lack of information.

· Information boards in GP’s are too full and not easy to read.

· The cost of the internet is too high, library access is difficult for many people and you need to book time at the library to use the internet. 

· It is difficult when you have a visual impairment; you have to go out every time you want information.

· Pregnancy was difficult in relation to getting information when visually impaired, only certain leaflets were available in large print or other formats - ‘blind women don’t have babies’ syndrome.

· Information on pregnancy relating to different impairments.

· Should be directories with mental and physical health contact details.

Most women got information through GP’s, but it was not individualised and they had to find additional information that met their own access needs. Many women did not know where to go to get information.

What’s good about your experiences of health services?

· The Leeds General Infirmary was good for hysterectomy; I was not made to feel ‘different’ or ‘special’.

· Some experiences of district nurses really good, they come out when requested.

· St Gemma’s very understanding, encouraging, treat you with dignity, and best at pain control.

· ‘Only good fact is I’m still alive’.

Women struggled to find positive things to say and it was often down to individual relationships built over a long period of time that women had positive experiences.

What’s bad about your experiences about health services?

· If you don’t fit into a box, have a label for ‘what’s wrong with you’

· professionals don’t know what to do with you. If you have more than one thing ‘wrong with you’ then all the things that come up are shoved into one box. If you’ve had psychological problems then everything is put down to that.

· Doctors aren’t trained in working with disabled people.

· Some district nurses still arrive and say they have never met a disabled woman before.

· Assistance with personal hygiene in hospital can be very poor.

· Home care services are imposed on people at the convenience of the care workers and not the people they work with. E.g they come to get a person up at 9.30 that person has no choice, or dressings are changed at a certain time of day.

· Questioning the need for services e.g. transport, receptionists are not there to judge you; it’s none of their business.

Many women felt that they were treated with little respect and not given real choices about their health care. They also felt they were often not seen as ‘real women’ often having to fight for basic health screening (breast care, smears) that is offered to non disabled women as a matter of course.
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