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UDRUZENJE GRADANKI



                    

 UN CAT SELF-ADVOCATES REPORT

WOMEN WITH MENTAL DISABILITIES FROM RESIDENTIAL INSTITUTIONS 

Introduction:
The following report was created within the project Accessible Services for Women with Disabilities Survivors of Custodial violence, supported by UN Trust Fund To End Violence Against Women, implemented by Mental Disability Rights Initiative MDRI-S and FemPlatz. 
The following report is a result of continual contact of project team with a group of women with mental disabilities who reside in social welfare institutions all over Serbia. In the period February 2020 – March 2021, dedicated MDRI-S staff and an associate have had regular meetings with the women with mental disabilities in institutions, to discuss various matters on their situation and their rights during C-19 pandemic. The statements found in this report are collected during those meetings, and in addition, three focus groups were organized specifically for the purpose of developing this report.  Both regular meetings and the focus groups were facilitated by one MDRI-S staff and one MDRI-S associate with long experience of direct work with people with intellectual and psychosocial disabilities. The participants were asked if they would like to participate in the focus groups, and verbal, informed consents were received from all of them. They were presented with the purpose of the focus groups and this report, as well as the measures for protection of their identities. 

The aim of this report is to provide the Committee with the first-hand experiences of women with disabilities and their perception on the state of rights relevant to the CAT, without interference of the professionals’ perception. Ultimately, the disabled, institutionalized women are empowered to speak about their issues, and supported to get their voices heard at the UN Committee Against Torture.

Eleven (11) women participated in the focus groups. Ten (10) of them are residents of social care institutions – (three institutions for people with intellectual disabilities, and one institution for the elderly) and one lives in the community now, but she has a long-term experience of institutionalization. The participants have testified that speaking out about the situation in institutions can put them in trouble. To protect their identities, names of the participant are changed and the data on individual institutions are not disclosed. 

As a matter of fact, some of the women dropped out from participating in regular (weekly) meetings, due to the lack of privacy and concern for their wellbeing after the conversations’ content was disclosed to the institutions’ employees. Some of the reason for the lack of privacy was that the internet connection was available only in common areas (living-room, kitchen etc.), or the feeling that they were “eavesdropped and spied on” by their roommates who would then spread rumors. Further, some women expressed fear of punishment if employees found out that they talked to MDRI-S regardless the content of our conversations. There are strong indications that the mere communication with the outside world, with an aim to exchange information and encourage participants for self-advocacy, puts women under the magnifying glass by institutions’ staff.

The women had also complained on an increased work load during C-19 pandemic. According to them, they worked harder and longer to maintain hygiene in institutions. It is important to note that this was unpaid work. Also, on a few accounts, they emphasized very bad quality and taste of food that they described as “swill” or “slops”.

On living standards and conditions:
Women reported cramped living spaces, bad hygiene and large number of residents using the same toilet.
“Another institution was terrible. I wouldn’t go to a dining-room, because us (women) would eat after men. They don’t wash plates and cutlery and we have to eat after them. The first to eat are children, then men, and then women. We all eat from the same, dirty plates.” (B. L. 43 years old)

“In the women’s pavilion there were four beds (in a room), and a bathroom and two toilets that were shared by 30 women.” (N.N. 50 years old)
 “I am the fourth or the fifth (in the room) - the women are severely disturbed, and I am now taking care of one immobile girl“ (S.T. 45 years old)
“We share one toilet with 100 people, both women and men use it. There is no key, so I have to hold the doorknob to prevent anyone from entering. I never sit on the toilet bowl for hygiene. Everyone uses it, it’s too many people. There are two of us in a room. In another institution there were six of us per room.” (B. L. 43 years old)

“We can bath whenever we want. In the home for elderly we get toilet paper and a soap once a month. Then we buy for the rest of the month. I also receive donations.” (B. L. 43 years old)
“I collected money, every month I set aside 2000 dinars from my pocket money, and when I collected 30 ‘red ones’ (30.000 dinars) in 2-3 years, I bought an air conditioner - I had to, the heat bothers me a lot, I faint when it is very hot“ (K.S. 52 years old)
About communication and freedom of speech:
Freedom of speech is severely restricted. Women are facing with the lack of privacy and the lack of possibilities to communicate with the outside world. Women with disabilities suffer consequences for speaking publicly about the life in institution. 
“Everyone has their own touch phone. I don’t know if we can use the landline phone, I think only employees use it.” (C. M. 25 years old)

“We don’t have privacy. We have it only if we go to our rooms but there, we don’t have the internet connection.” (Z. N. 54 years old)

“There will be no internet in a month. We will have to pay ourselves, because there is no more cable TV. There will be no more internet provided by the institution.” (Z. N. 54 years old)

“I don’t have the internet connection in the ‘economy’ where I live, it’s only in the pavilions.” (C. M. 25 years old)

“Two of us have had consequences – they were yelling and threatening us, telling us that we will get kicked out of the institution.” (For speaking publicly about the living conditions and the treatment in the institution during C-19 pandemic) (N. B. 29 years old)

“Because of my statements for media they (staff) attacked me and my friend, for what we said in the program.” (N. B. 29 years old)

“We can’t say what bothers us.” (Z. K. 26 years old)

“We have the right to complain. The food was always very bad. Sometimes I don’t eat. But they don’t yell at us when we complain.” (C. M. 25 years old)

About the availability of complaint mechanisms:
Complaint mechanisms are not available and are not effective for women with disabilities living in institutions.
“I had never known I had an option (to complain) while I lived in the institution. Although, I was able to talk to common workers at the ‘economy’, they don’t have much influence. They can only listen to you and give some instructions.” (N. N. 50 years old)

“I can complain only to Gwen. I can’t turn to anyone here.” (Š. T. 29 years old)

“There is no box where you can put an anonymous complaint here. You can complain only verbally.” (C.M. 25 years old)

„There is no one to complain to when they yell at me.“ (D. T. 35 years old)

“We can report, but the nurse isn’t here now, she is in the field, the therapist isn’t here either, she went to shopping. They would talk to him (a male resident): why did you do that, why do you bother them when they talk to MDRI-S - when they have ‘the women’s talk’, you can’t go to room when they talk to girls.” (Š. K. 26 years old)
On sexual and reproductive health and rights:
Some women were physically abused for being pregnant. Pregnancy is de facto prohibited. Women with disabilities were regularly administered intrauterine device without their consent and sometimes without prior notification.
“When they found out that a woman is pregnant, she gets beatings. Then they take her to a doctor’s to get abortion.” (B. L. 43 years old)

“They are not allowing you to get pregnant here, either. You can only get pregnant when you get released from the institution.” (C. M. 25 years old)

“I got pregnant when I was 16. I didn’t even know what it meant. For some time, I didn’t get my period and the staff noticed that. Staff was beating me, pulled my hair and I didn’t know for what reason. I asked her why she was beating me. I went to this hospital and they put an IUD inside me. My stomach hurt for a few days, and I had to go back to the hospital, where they got it out immediately. I had a bad reaction to IUD. No one ever talked to me about that. Only some nurse told me that I was pregnant with a male baby.” (B. L. 43 years old)

“No, that’s (sexual intercourse) not allowed in the institution. It’s forbidden and if you do that they put in you an intrauterine device.” (B. L. 43 years old)

“In this institution it’s not forbidden (to have sex). They just put an IUD in you and they are done. One of the conditions for all girls when getting admitted to this institution is to get an IUD or start taking pills.” (N. N. 50 years old)

“Did I want to get IUD? No, I didn’t!” (D. T. 35 years old)

“I was explained that it (IUD) is good for me and I accepted. That was in the sheltered housing.” (B. L. 43 years old)

“In institution they only slap your face and pull your hair. They say you are a whore. They tell this to everyone.” (B. L. 43 years old)

“Women would like to use condoms but the institution doesn’t provide them. Then we can’t have an intercourse. Employees told us to buy condoms by ourselves.” (S. T. 43 years old)

On personal liberty:

Women with disabilities are effectively deprived of liberty in institutions of social care. During the Covid-19 pandemic, many women spent weeks in total isolation. At present, the situation varies between institutions. In some of them, users can walk in the   courtyard, while in others they can go out of the institution area, but only accompanied by staff. Women emphasized that majority of the institutions had restrictive measures even before the pandemic had started, and now the situation is even worse, even though most of the users are vaccinated. “We know how to take care of ourselves” – women said, “but they still don’t trust us and they don’t let us to go out”.
“We can always go out in the courtyard, except when it’s cold; then we have to get inside. During ‘corona’ we were not allowed to go to the courtyard for some time.” (Š.T. 29 years old)

“We can’t go out of the institution. Before ‘corona’ we could, but we had to notify the staff before going out. “ (B. L. 43 years old)

“They lock the gates only in the night. During ‘corona’ the gate is closed all the time and one soldier is guarding it, so no one can get inside or go out.” (Š.T. 29 years old)

“I was isolated because of the ‘corona’ virus and because I had to go to the doctor’s. Every time I go for a check-up, I need to spend 14 days in the isolation afterwards and sign the papers for isolation.” (B. L. 43 years old)

“This day is terrible, I can’t go home, I can do nothing. In the past, I could go home, stay there a few days, but now I can’t and that’s terrible. The hardest part is that I can’t go out.“ (C. M. 25 years old)

“They lock you and do not allow you to go anywhere outside of the courtyard.“ (Š. T. 29 years old)
“We got vaccines, but we still can't go out - they forbid us to go to the village, or they say yes, but to come back in half an hour. And in half an hour you can't even reach the village, it's 4 km away. How then can I go back?! I don't have a propeller on my feet.“ (K.S. 52 years old)

“We can only go to the village with a ‘therapist’. I know where the village is, we just can't go there alone. They're afraid we'll run away. I didn't dare even before ‘corona’. I would go to the town.., I would drink coffee, I would eat a sandwich, but they don't allow. But they took us to Ljubicevo. We all had to wear masks“ (Š.K. 27 years old)
On treatment by the staff:

Women with disabilities face physical and verbal abuse in institutions.
“Yes, they yell, threaten us and prohibit things. They have no patience.” (B. L. 43 years old)

“God knows they yell at us. And then I cry, I’m sensitive and I get sad, I don’t like that.” (Š. K. 26 years old)

“No, they don’t yell.  They have never prohibited anything. They have never yelled at me or at others.” (C. M. 25 years old)

“When I don’t want to do something, they force me. For example, we were supposed to go for a run today, but I have pain in my knees and legs so I told them I can’t run, but they said I have to. I don’t know why I always have to do stuff I don’t want to.” (K. S. 52 years old)

On coercion:

Restraints are mostly applied to children. During the Covid-19 pandemic application of restraints increased.
“Since the ‘corona’ started, the fixation, restraints are applied. As soon as someone does something, tries to escape, they take him and tie him. One user escaped, and they found him and tied him. He was restrained on Saturday and on Sunday.” (Š. K. 27 years old)

“Here they are fixating children. They (the staff) tie the children to beds, with a belt. When staff notices that children are horsing around, and children are not horsing around they just want freedom, to run, to go out, like normal people. They (the staff) tie them down.” (Š. N. 54 years old)

On health protection and informed consent
Informed consent is not obtained from women with disabilities before medical treatments. Women are not properly informed about their health status.

“They don’t ask for consent. Recently, I had a situation that they didn’t explain how bad was my blood count, they didn’t tell me what to do or where to go.” (B. L. 43 years old) “If she doesn’t have a guardian let her die” – reaction of a doctor working in institution
“No, they don’t ask for a consent.” (B. L. 43 years old)

“They were yelling and hitting the table, and said – I don’t care if you don’t want to go, you have to go! And they said I’m hysterical.” (B. L. 43 years old)
On health protection, treatment of infected and vaccination during C-19
Women did not receive information about the vaccines, vaccination and possible side effects. They didn’t know what vaccines are available. No one of the employees talk to them about the state of pandemic. Some women got themselves informed via TV, but it is a very small number of them. It is still unclear how and where the infected users were nursed. No woman has confirmed that users were accommodated in hospitals outside the institutions.
Some of the interviewed women testified that infected users stayed in the rooms together with those who were uninfected due to the fact that there are no isolation rooms. Women were also deeply concerned because no one could visit them for a very long period of time.
“I don't know which vaccine I got, but I said that I want it and that I wish to get it“(S.T. 45 years old)
“The doctor came and said she signed me up for the vaccine and that’s it.“(K.S. 52 years old)
“Some ‘children‘ in the institution do not have parents, the center (for social work) gave the consent instead of them.“ (Š.K. 27 years old)
“There were two with the ‘covid’ who died, a male and a female.“ (in this institution, one pavilion was turned into a hospital, so whoever is sick is taken to that building) “But that one girl who died, died in her room. Those who were in the room with her can’t speak.“(K.S. 52 years old)
“Those who were in that hospital were treated by nurses, not doctors.“ (S.T. 45 years old)

“In institution, they treat you, and they don't treat you. No one treats you, they leave you to die. “ (K.S. 52 years old)
“During the time when the employees were in fourteen-day shifts, it was terrible, we were locked up, as if we were in a concentration camp. I couldn’t go to Sara nor she could come to me. I talked to the walls. And it was like that for me for 14 days.“ (K.S. 52 years old)
About the MDRI-S and DRI report – Serbia’s Forgotten Children
None of the women participating in focus groups were aware of the report, except one who actually lives in the community. She was very shaken by the report and wondered what she could do about it, because she feels that since she is out of the institution, and she knows how it is there, she should have a voice for those who are still in the institution. 
“I used to be afraid to talk about it. I wondered what if I had to get back there again, and they know what I was talking about it. But now I'm not scared anymore. It will not happen, but if it does, I will not go there, there are other solutions - the Danube. I am just saying it like that, don't think that I am considering it, no. But I know, I'm not going back there no matter what. They took away 17 years of my life and will not take more.“ (N.N. 50 years old)
***
All women with mental disabilities who participated in the creation of this report have been living in residential institutions, on average, 20 years. According to the long-term experience of MDRI-S and FemPlatz, people who end up in residential institutions most often stay in them for the rest of their lives, due to the lack of services and support in the community.
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