People First (Scotland) 

Submission to the UN CRPD Committee for its day of general discussion on Article 6: Women with disabilities.


People First (Scotland) is the disabled persons’ organisation in Scotland of people with learning disabilities. We are run by and for people with learning disabilities. We say that there are 3 things we try to change:

1. The way people with learning disabilities see themselves – most of us have grown up believing that we are not much use; that we have nothing useful to say and that we can do nothing for ourselves or anyone else.

2. The way the world sees and thinks about people with learning disabilities – most people in our communities believe that, at best, we are “poor souls” and, at worst, that we are a nuisance and a drain on society.

3. The law and policy as it affects people with learning disabilities – our lives are often ruled and directed by laws and policies that we have had no say in. One of our mottos is “nothing about us without us”.

We welcome this opportunity to share our thoughts and evidence on Article 6: Women with disabilities. To do this, we have consulted with women People First members across Scotland. This was done on a one-to-one basis or in small community groups. This document describes our members’ experiences of being a girl, a woman or a mother with a learning disability.
Sex and Relationships

  Women involved with People First (Scotland) said that it was not easy at all for them to have close personal relationships.  

  Many women talked about not being treated like equal adults, and about other people not expecting them to have or need real sexual relationships, or to get married and have children. They mentioned staff and social workers who had told people that they couldn’t be together, or who had tried to stop people getting married. Many talked about family members not allowing them to have sexual relationships. Some women said they had been told that they couldn’t get married and that other people seemed to think that they couldn’t make their own decisions.
  The women talked about not having enough support and encouragement to have a relationship or having opportunities to go out to places to meet people safely. Support services focus on physical health to some extent but do not help enough with things like making friends and having sexual relationships which are important for emotional health. Members said they feel that their families do not see it as being important either. Some women talked about not being allowed to travel on buses on their own, or to go out on their own or with friends at night because family members or staff were worried, or had told them that it wasn’t safe. Others talked about not having the money to go out and have fun and meet people. Women also talked about not having a chance to talk about feelings and what they needed.

  It can also be really difficult to get any private space with a sexual partner. We heard about several women who had a ‘boyfriend’ at the day service they went to, but did not have the opportunity or expectation to meet them outside of this, or were not allowed to. This was sometimes in spite of having a stated long-term goal of getting married, which it was not unusual for staff to tease them about. So there was no support to have a real relationship. Many women talked about staff not respecting their privacy. One woman said:
“I would like to get married and get a house and have a kid. I have a boyfriend I see him every day at the Centre. I want to have sex with my boyfriend but I am not able to do this. There is no where I can go with my boyfriend to have sex as mum won’t allow me to be on my own. I have spoken to my mum but she says I have to wait until I get married but I don’t think she will allow me to get married.”
Women also identified the attitudes of others in the community as a barrier to women with learning difficulties having real and healthy sexual relationships.
  We know from our members that because women with learning disabilities do not get the chance to learn what friendships and relationships should be like, they become vulnerable to coercion and harm. Many women who had been to special schools said they had very little education or information on this subject. Women highlighted a lack of easy read information and education about bodies, sex and relationships. One woman said 
“We need to learn about sex and relationships and not be left out of stuff like this, which is what usually happens.” 
Unless women have the chance to understand and talk about these things they can find that they are in situations where they do not have power and abuse can happen. Women have shared examples of them deciding that they want a relationship and keeping it secret or letting the other person abuse them because they didn’t know that what they were doing was abuse. The women recognised that abuse can also happen within relationships. 
“In the past I had boyfriends but they often threatened me. I don’t like being forced to do stuff. A partner should be protecting.” 

  A lot of women with learning disabilities have been abused by people who are supposed to be looking after them. Members have said that in some cases they tried to tell someone what has happened but they did not feel listened to or believed. 

“At school I was sexually abused and bullied. The teachers didn’t believe me when I told them about the bullying so I never said anything about the sexual abuse.” 
  Most members also said that they don’t have enough friends and feel restricted in their choices of where to go in order to meet new people. Even the ones that felt content with their social circle said that they go to the same places all the time and are often not given the chance to do something different.
“I only see my friends at the Centre. But I would like to do more things with them outside the Centre, like going to the pub or going dancing. I would need support to do this and I don’t get support outwith the Centre. I don’t think it’s fair.” 

 “We need to build up our confidence about relationships and for there to be higher expectations that people with learning difficulties will have relationships. After all it is our right.” 
Having Control

  A few of the women interviewed said they feel in control of their lives and making their own choices. Most others felt that their family or support staff have most control over what they do and where they go. One member said:
“My family makes most of the decisions about my life. I wish I could make more decisions myself.”
  Most women gave examples of having had a significant lack of control at some point in their lives. Examples included not being given a choice to opt out of having sex (rape), being forced by parents to accept birth control injections, and not being given the option to attend mainstream school. It is the view of our members that women with learning disabilities should be supported to make informed decisions for themselves. 
“Not being able to make a choice, good or bad is different from wanting to and being able to choose something that other people think is a poor choice.” 
Education and Jobs
  We know that most girls with a learning disability are not allowed to go to mainstream school. This is either because they are seen as unable to learn or because they will not have access to the right help to do as much learning as other students. Some people think children with learning disabilities do not need to learn. Our members recognise the lack of qualifications as one of the main barriers to getting a proper job. 

“People don't expect us to work. They think if you have a learning difficulty that you are not capable of working. They think that you don't know how to be in a job. So they don't help you.”
Members said that from their experiences people who get jobs are likely to be left doing the same task while other people move on or get promotions. It is often easier to get volunteering or low level jobs that are built around specific skills. 
‘I did work in a Centre for people with disabilities but it wasn’t a real job. We were doing things like packing wedding cards. At the time I thought it was okay. It wasn’t until I left to get my own worker to support me to get out and about in the community that I realised it wasn’t that good.’
Feeling Safe
  From our members’ experiences, we can trace a link between low levels of verbal abuse in the early years and the attitudes that form in later life bringing out hate incidents and hate crimes some of which have ended in murder.  

‘As a wee girl people called me names. As an adult woman, I still have that problem. Going to the local shop means having terrible things shouted at me, so I stop going out and become very lonely.’ 

Most of our members said that they do not feel safe during the night-time and many of them only go out during daylight hours. At night, members said they feel safer taking transport, even for short distances, rather than walk on their own. The women discussed that rape was a major fear and many disclosed having experienced it in the past. 
“I don’t feel safe when I’m out on my own. I need someone with me. I panic when I am outside myself. I’m worried I will get attacked again.”
Most members said that they feel safer at home. We do, however, have examples of women being harassed and suffering vandalism in their own house.
“I used to feel safe in my house until the hassle started. Although it is sorted now, I still feel nervous sometimes.”
Parenting

“Nobody wants us to have a baby so we don’t get the chance to have one.”
  From the experiences of women in the People First (Scotland) Parents’ Group we know that it is really difficult for women with learning disabilities to have children and be allowed to look after them. Many women are told by social workers and support workers that they shouldn’t have children because they won’t be able to cope. Many are scared that if they have children they will be taken away. It is still very difficult to get the right sort of ongoing support for women with learning disabilities to bring up children themselves. 
“I want to have a child. I worry though that my baby would be taken into care. I worry that I wouldn't get the support I need to learn to look after a baby. It would be nice if I could have a baby one day. I feel upset when I see mums and dads with their children and I think it’s not going to happen for me. Support staff see us like children. They think we can't look after ourselves never mind a baby.”
“I have made the decision not to have children because of what I have seen within my own family – social work has taken the children away from my sister who has a learning disability. They took me away from my mum and I spent many years in a long stay hospital. I wouldn’t want my kid to go through that.” 

  Women who are parents have said that they are scared to ask Social work for help because if they say things are not going well then their children might be taken away from them. We know that often social workers seem to think that if a woman needs ongoing support with parenting then it is better to remove the children. They expect women to learn things in a short space of time and to remember lots of information and when they can’t do this they say they are not good enough parents – even when they love their children and are willing to put their needs first. It is the view of our organisation that if the right help was there from the start then families could learn better and manage better. As one of our members said
“There needs to be a belief that with support you can do it.”
Health
  We know that people with learning difficulties tend to live shorter lives and not getting the right health care has been shown to be one of the reasons for this. 
  We know from our members that the information that women with learning disabilities get from Health staff can be very difficult to understand.  Some of these professionals do not know that some “Easy Read” information is available and many do not take the time to find out. This can be true for any type of Health professional that women with learning disabilities might need to see. We feel that this lack of accessibility essentially leads to their rights to healthcare being reduced. 
  Women members also said they felt that doctors often do not give them the time that they need to explain themselves or to understand what they are being told. Women identified that if trust is established, the relationship between them and the doctor can be positive but that this does not happen very often. 
  A significant proportion of members said they did not access health screening, particularly older women who rarely go for cervical smears and sometimes avoid mammograms as well.
“I get good health care. Not everyone can understand me easily but the doctor takes his time and listens to me. I’ve had the same doctor for years and I think that helps.” 
Conclusion
Article 6 highlights the impact of multiple discrimination on women with disabilities. We understand from the experiences of our members that the majority of the issues discussed here also apply to people with learning disabilities regardless of gender. It is the view of our organisation that discrimination on the grounds of learning disability is the key element which leads to such negative structures and attitudes. Irrespective of gender, people with learning disabilities are treated as lesser citizens and suffer major restrictions of human rights. As one of our women members has said:
“What needs to happen for all people with Learning Disabilities is that we need to be treated as individual people who are expected to be rights holders.  We should have the accessible information, the support, the time and patience from Policy makers, the law and our communities to allow us to live a life not an existence. Our rights are as vital as the rights of other citizens. If society expects us to be rights holders then our journey towards that will become easier.  We should be creating society where our rights as citizens are taken seriously.”
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