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Questionnaire: Sexual and reproductive health and rights of
girls with disabilities
I. Context 
For her next report to the General Assembly, 72nd session, the Special Rapporteur on the rights of persons with disabilities, Ms. Catalina Devandas Aguilar, intends to focus on the sexual and reproductive health and rights of girls with disabilities.
The Special Rapporteur is currently carrying out the research work and invites Governments, National Human Rights Institutions, independent monitoring mechanisms, civil society organizations and networks, including organizations of persons with disabilities, and other relevant stakeholders, to contribute by submitting replies to the questionnaire below.

Due to limited capacity for translation, we kindly request that you submit your answers, if possible, in English or Spanish and, no later than 20 May 2017. Please keep your responses concise.

We would be grateful if your submissions, in accessible formats (Word), could be sent electronically to sr.disability@ohchr.org. 

For further information, please contact Ms. Alina Grigoras, Associate Human Rights Officer (e-mail: agrigoras@ohchr.org, tel.: +41 22 917 92 89). 
II. Questionnaire
1. Please provide any information and statistics (including surveys, censuses, administrative data, literature, legal and policy documents, reports, and studies) related to the exercise of sexual and reproductive health and rights of girls with disabilities, with particular focus in the following areas:
· Harmful stereotypes, norms, values, taboos, attitudes and behaviours related to the sexual and reproductive health and rights of girls with disabilities;
· Sex education (in formal and non-formal settings) and access to sexual and reproductive health information;
· Access to child and youth friendly quality sexual and reproductive health services;
· Prevention, care and treatment of sexually transmitted infections;
· Violence against girls with disabilities impacting their enjoyment of sexual and reproductive health rights; and
· Harmful practices, such as forced sterilization and child, early and forced marriage.

2. Please provide information in relation to any innovative initiatives that have been

taken at the local, regional or national level to promote and ensure the exercise of

sexual and reproductive health and rights of girls with disabilities, and identify

lessons learned from these.
Answers to questions mentioned above :

About the Project :

 Feminist Approach to Technology has recently started the project 'Development of innovative Comprehensive Sexuality Education  toolkit for Youth with disabilities' This project will focus on youth with disability between the age 15-25, especially those with visual, hearing & speech, and locomotor disabilities (including cerebral palsy to some extent) from Guwahati (Assam) and New Delhi, on providing a toolkit for Comprehensive Sexuality Education with information in Sexual and Reproductive Health and Rights. While there are many such toolkits available for youth in general, there is none (that we have come across) for youth with disability who have special needs and different experiences with respect to SRHR.We will learn from existing tools used for youth in general and integrate it with learning on needs and experiences of YwDs to develop a toolkit that is specially designed for youth with the mentioned disabilities. We will also include a curriculum that can be used by educators when using these tools with YwDs. We will train a set of special educators (20 in each location) to use the tools and the curriculum and support them to further train the youth they work with over a period of 2 months to see the effectiveness of the toolkit.

Involvement of the end users of the toolkit, i.e., the educators and YwDs, from the beginning of the project in all stages will help us incorporate their inputs in the design as well as implementation and check quality. Partnership with the disability rights organizations in the 2 locations and their active participation in the project will also help us make sure the quality of the project is as per the needs of the community. 
Timeline of the project: August 2016-August 2018

Findings from the Assessment 
In our first phase of the project, we have conducted the need assessment with 85 youth with disability and 38 educators from Delhi and Guwahati. One of the objectives of the need assessment to assess their knowledge, values and perceptions on the issues. 

Here I would like to share the data from Need assessment with Youth with disability. The profile of the participants are as follows :

	Age 
	15-25years

	Gender
	 Male and Female

	Location 
	Guwahati,Assam and Delhi-NCR

	Disability
	Visual Impairment, Speech and Hearing Impairment and Locomotive Disability


We used different methodologies like interview, group discussion, self administer questionnaire to gather the data .Here are key highlights from the need assessment.

1. Person with disability face discrimination and not been counted when it comes to providing SRH information and services. This is due to the mindset that disabled people are incapable of anything and are dependent. In Society , percentage of population belief that they don't have sexual desire and they are treated as asexual. The other percentage of population  believe that if they do have a sexual desire it need to be suppressed and they been ignored as sexual beings. This mindset excludes them from the sexuality education , sexual and reproductive health services.
2. Literacy level of Person with Disability is really poor or equivalent to zero. The parents don't want to invest on their studies and school has poor quality of education- teachers are not equipped enough to work with pwd. Due to inaccessible environment they can't access school, health services independently. This leads to dependency on one of their family member which bound their decision and choices of their own life
3. As we know disability is also not a homogeneous group. Each disability has different barriers . 

· Person with Visual Impairment has an issue of trust, privacy and confidentiality, when it comes to access SRH services: for example - buying a condom one has to rely on non disabled person to check if it's not expired and the service provider has not cheated. As the packets of condom not created in keeping a person with visual impairment as a user. 
· Person with Speech and hearing impairment have an issue of not able to communicate with people around them. And in Deaf society, their literacy level in terms of languages is really poor. Any material in hindi and english doesn't work with this group. The only way of communication is sign. They have strong understanding of sign language , if they are school going youth. This was also noticed during the assessment that they are not aware of signs related to menstruation, sex, condoms, contraception, abortion and other terms related to SRH. Hence their vocabulary is really minimal or doesn't exist.

· Person with locomotive disability have an issue of accessibility and movement to access health services. 
These 3 reasons mentioned above has huge impact on their :

· Knowledge level: there is lack of information or wrong information around body anatomy, pregnancy, contraception, HIV, STIs, abortion , menstruation, masturbation.

· 37 people believe that masturbation can cause health problem. They believe that masturbation cause weakness. The really interesting finding was that girls believe it's an act which boy does.

Really interesting finding was that the sign interpreter also used the action of masturbation that has to with penis and hand. We did explain them it's not only boy's act. Sign interpreter mentioned that we have no clue what is the sign of masturbation, therefore we have to explain the masturbation. With deaf group, the whole way of communication changes- very explanatory and full of examples.

· 59 participants believed that a woman cannot get pregnant when she had sexual intercourse without using contraception during her menstruation.

Girls mentioned that time of getting pregnant is high after period cycle ends. 
· 18 participants said it's false and 28 said that they don't know if abortion is allowed until 24 weeks of pregnancy. 39 participants had this knowledge from their peers.
· 39 participants do knew about the condoms and its an effective way of protecting one from HIV. They also mentioned that they will feel ashamed and embarrassed to buy one for them 'after marriage'. This was very much  common in every group that they have strong opinion of not having sex before marriage. 
· 19 participants do believe that Penis size can be increased with massage and exercise and 40 said they don't know.

· 39 and 33 participants said yes and don't know respectively to the statement that semen is made up of blood.

· Out of 85, 27 mentioned that only one contraception i.e. male condom is the way to prevent pregnancy. They had no idea about the other contraception  available in India. 

"I am unmarried , that's why I have no information about contraception"- male,guwahati

"if one has to save oneself from pregnancy, choose not to have sex"-female,delhi

· 40 participants believe that HIV can be transmitted through mosquito bite and 20 still believe that it can be transmitted by holding the hand of person living with HIV.

· None of the participants, could answer the symptoms of STIs and also they had no information about different  STIs and their names other than HIV.
· 46 participants agreed that Girls should abstain from religious practices when they are menstruating. This is because of strong cultural, religion norm which has been taught in the society. 
'I can't touch Quran during my periods, it's against my religion'- female,delhi

· 60 Youth with disability agreed that reproductive health is a concern for youth with disability.

'I will also get married and want to be mother of my child , hence its important for me to take care of my health and protect myself from infections and other health issues'- female,delhi 

· They have myths  and notions around SRH, for example-

'a women's vagina dries up, if she works whole day in office, and this is the reason they don't do sex' - female, delhi

' if one indulge in sexual activity before marriage, it can affect one's health'-male,delhi

· Access to Sexuality Education and Health services :
· Youth with disability, don't have provision of sexuality education in formal setting and also in informal setting . Their source of information is majorly from the internet, friends, biology book.  And we also know that internet and friends are not reliable or right source of information. 

· The girls and boys  from Blind school and , have access to internet and have their biology book in braille. They have received information in form of text and we know that only reading can create lots of imaginary image of the information. The teachers don’t use tactile model for youth with visual impairment to give information around sexual and reproductive anatomy , puberty , conception. 
· In deaf school, only the nurse has given information about menstruation and hygiene to girls. The teachers in the class have never gave their students any knowledge around SRH because there was no demand from youth. The teachers in deaf school are not competent in sign languages , hence they have limited communication with their student. It restricts to academic only. 
· As I have mentioned earlier that they have poor literacy level ,hence they can't read in english or hindi or assamese and most of the IEC material are in these languages. Hence lack of IEC materials in sign language is also a barrier for this group. ASHA workers and Anganwadi workers also don't focus these group because they are not skilled in sign languages. 
· Due to inaccessible infrastructure of community, health clinics , the person with disability  are not able to attend  community meeting or independently go and access these health services. 
· Youth with disability has a notion that sexual and reproductive health services is for married woman and they believe it has to with pregnancy only. They don't understand the concept of sexual and reproductive health and its role in their life. 
· Taboo, stigma, shame is strongly attached to sexual and reproductive organ, sexuality , which also act as a barrier to talk about one's sexual and reproductive health. It’s a hush hush topic and not acceptable in the society when it comes to adolescent and youth with disability which restrain them to access any SRH services . 

'frontline health workers never came to me because I am a disabled person'- female,delhi 
'I am shy to talk about this topic'-female,delhi
'If I will talk about sex, people will shut me up'-female,delhi

'Feel shy and scared if I will ask about it , teachers might tell this to parents'-female,delhi

· Violence faced by youth with disabilities
· Choice over marriage : It was strongly coming from the assessment that youth with disability has no choice over their partner. It’s a family who chose their partner on the basis of their disability. 

"No Family wants their daughter to marry someone with disability. Family think that one will ruin their life if they get married to someone with disability"-female,delhi
"our family is against our marriage because I am disabled and my partner is non disabled"-male,delhi


