
Report

“Survey on the needs of deafblind women 
in the EBU countries” (2007)
This survey was carried out by the EBU Deafblind Commission in cooperation with the EBU Working Group on blind and partially sighted women.

As foreseen in the plan of action of the EBU Deafblind Commission  a sub-group was established, the members of which were Angela Pimpinella, Deputy Chair of the EBU Deafblind Commission and Luisa Bartolucci, Coordinator of the Working Group on blind and partially sighted women. 

The different steps of the survey were as follows:

Elaboration of the questionnaire, aimed at collecting statistical data and the specific needs of deafblind women

Evaluation of the questionnaire by the EBU Commission on Blind and Partially Sighted People with Additional Impairments

Dissemination to EBU members countries and gathering of replies by the EBU Office 

Analysis of the replies to the questionnaire

The countries which contributed by replying to the questionnaire are: Italy, Bulgaria, Russia, Switzerland and Czech Republic.

106 replies were collected.

Due to time limits and the very technical nature of it, we will not be able to read the original analytical document. Therefore I drafted my report on the basis of these findings and I will present them in the same order as the questionnaire structure: statistical data and specific needs of deafblind women.   

STATISTICAL DATA

AGE: the majority of replies were received from women who are between 40 and 60 years old. This data confirms that deadfbliness is an acquired disability in most cases.

NATIONALITY: among the countries which sent their contribution to this survey, Bulgaria sent in 69 replies. This is surprising and make us realise the need to take action in Eastern European countries especially. 

CAUSES: the main causes of deafblindness indicated are: various illnesses, Usher syndrome, accidents, medical errors and German measles

LEVEL OF EDUCATION: the women of this group completed their primary and middle education,  it must be noticed that only 2 deafblind women have a university degree. Most of them attended state schools.     

OCCUPATION: as regards employment, the findings show that out of 106 women  65 are in retirement, a small group of 14 women stated that they have some kind of job and that it is appropriate to their needs; among them, some say that they can carry out their jobs without the help of other people and others say that they need some support.

COMMUNICATION:  the findings highlight the variety characterising deafblindness, that is to say the various combinations of sight and hearing impairments and their degrees. Each specific condition entails the most adequate method of communication, in fact those who have some residual hearing and use an acoustic prosthesis keep on communicating verbally, other groups need to use their touch as communication channel and therefore use tactile sign language or codes of communication such as Malossi, the writing in block letters on the hand palm, Braille or Lorm.

MARITAL STATUS: looking at more personal details we find that 41 women are married, another 41 are single and some of the married women have a deafblind partner and children. The support of the family for the care and upbringing of children is very much needed. 

TECHNOLOGY: the findings on the use of computer technology compared with technological developments are not very positive, in fact 69 women in the analysed group have never had the opportunity to avail themselves of it. Only 10 women declared that they are familiar with and have easy access to communication and information technologies.  A desire for getting or bettering knowledge of computer science was expressed by 47 women.

INDEPENDENCE: 36 women consider that they have a fair level of independence. As regards the degree of independence in mobility all  women indicate that they need an accompanying person in order to use the different means of transport. In fact the presence of an accompanying person is of fundamental importance to provide information about the environment and facilitate mobility: communication and mobility are the main problems entailing limitations which can be overcome with the presence of a guide. As regards the use of their money 72 women use it independently, while 34 do not. The level of independence at home is fair, the main obstacles in household duties being the use of inadequate household appliances: e.g. changing the ordinary stove with fire with an electric cooker, assistance in measuring and weighting. The economical aspect has a strong influence on that as it does not allow them to have the necessary equipment in their home. 

PERSONAL CARE: 32 women said that personal care is important and 69 said that personal care is more important for women with disabilities; in my opinion this is a noticeable indication because it confirms the importance of femininity. In fact these women tend to concentrate their personal care on their hair and clothes.

SOCIAL LIFE, LEISURE, SPORT: looking at social life in detail the number of hobbies indicated is surprising, I will list some of them: scuba diving, horse-riding, craftsmanship, computer, gardening, etc. Although their inner impulse to break out from isolation to live more intensely interpersonal relationships these women often find it difficult to have friends and most of them have the support of their family.

BRAILLE KNOWLEDGE: as we know Braille is an important tactile means for reading and writing, especially because it is a instrument to access information, but the findings show that 70 out of 106 women replied that they do not know Braille.

INFORMATION: the availability of information, which plays a dominant role in the fields of independence and self-management, is scarce mostly in the sectors of health, legislation and prevention. 

SPECIFIC NEEDS OF DEAFBLIND WOMEN

I would like to start this section dedicated to the needs of deafblind women with a question from the questionnaire and quoting some of the replies, that are of particular interest, in my opinion. I will continue the report listing the needs that arose from the analysis of the replies.

Question: “To what extent women’s rights, especially deafblind women’s rights, are protected by the legislation in your country?”

Replies: “Our rights are not protected at all as the State does not care about people with disabilities” 

“Our rights are not sufficiently protected because there is not any law about it”.   

· Organising meetings and events in order to have more opportunities to meet deafblind people from all over the country

· Improving one’s own life and have one’s own needs better met. Desire to feel on equal ground with others

· Establishing more concrete and individual criteria for the employment and social integration of deafblind women

· Improving the access to communication, environment and information 

· Lack of guides-interpreters

· Learning to use a computer. When I have to deal with the public administration and go to an office I would like that somebody help me to orientate myself and fulfil the administrative procedures, for instance, giving assistance in filling in forms, etc.

· The social institutions are only interested in the degree of disability and not the type of disability. I am deafblind, which means that I am blind and deaf all together. This is the reason why they refuse to give me the support that the law on the integration of women with disabilities provides for in Bulgaria.

· Adequate conditions for the education and the self fulfilment

· Organising international festivals and sport events for deafblind women to enable them to socialize

· Desire to learn a foreign language. I would like to get in contact with other deafblind women form other countries in order to exchange our experiences and cooperate.

· Organising trips abroad, international essays competition.

· Needs for a new acoustic aid and meeting more often women with the same disability

· The Government have to stop reducing our allowance and have to invest more money on us also to ensure medicines and health services provisions.

· Any restrictions preventing the access to social security programmes have to be abolished.

· Legal help should be provided

· Need for a kitchen adequate to one’s own requirements. Household appliances should be free of charge of sold at very low cost.

· Need for a job. 

· Availability of holiday packages at low cost

· I live in a very small village on my own. Women living alone should never feel isolated.

· Free gynecologist exams

· Elderly deafblind women are not adequately looked after

· Helping women  with our disability to find a job because our pension is not sufficient

· People should be more familiar with tactile sign language and the Lorm tactile alphabet 

· Legal recognition of deafblindness as a unique disability

· Increasing the financial and practical support to families

· Health centres do not have adequate equipment and the staff is not trained

· Possibility to have the assistance of staff able to use sign language 2 or 3 times a week

· A help line of psychological support could be useful in difficult moments

· Support should be provided to all those deafblind women who do not have a family looking after them

CONCLUSIONS

This presentation wanted to draw an overview of the situation in which many deafblind women live. What comes out from it is a big exclusion from the access to different sectors of social life due to the lack of adequate means.

