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   Advancing the rights and inclusion of people with disabilities worldwide



Sexuality and Reproduction: Major Issues for Women 

By Anne Hawker 

What is Sexuality?
When asked "What is sexuality?" many people see only the first three letters - sex. But sexuality is much broader, encompassing factors such as gender, body image, identity and self-esteem as we build an awareness of ourselves as sexual beings. Sexuality is an expression of ourselves physically, socially, emotionally and sensuously from birth to death. Sexuality is many sided and can be expressed in many ways. 

Self Esteem 
Positive self-esteem and self worth are important for sexual expression. People who are self-accepting and who regard themselves as sexual beings are attractive to other people. It is difficult to either express or feel love and affection when one loses respect for one's own body.  

People with disabilities are often caught in the misperceptions of family, institutions, society and the media. In Sex on Wheels, Helen Healy from the Ontario Crippled Children's Society says that while most persons accept sexual identity from earliest childhood, people with disabilities often are treated as sexual neuters. Health professionals concentrate on the disabling illness and treat kids as though their bodies are public property, while parents overprotective of their handicapped child shield them from sexual knowledge. 

The media also plays a significant part in our perception of sexuality, though it seems only for the young, athletic type. As Bernie Zibergeld says, "instead of asking whether the model is physiologically feasible or personally satisfying... we ask what is wrong with us for not being able to meet its standards." However, although we are not all sexual athletes, hardly anybody is so disabled that they cannot find some satisfaction in sexual activity, with or without a partner.  

Communication 
Communication has been seen as an essential element in sexuality. Sex is usually most pleasurable when it's part of a relationship in which thoughts, feelings and concerns can be openly discussed without embarrassment. For people with disabilities this can involve informing their partner of possible consequences of muscle spasms or sexual positions we can't achieve. We must talk to each other, explain what we need and want, what feels good, what bad. Your partner isn't a mind reader. Though communication takes practice and is often easier to recommend than it is to do, this is all part of sharing sexual responsibility. 

Touching 
Our culture is highly sexual but not very sensual. We have sexualized touching to the point where all but the most superficial types are thought to be sexual invitations.  Yet, touch is integral part of one's sexuality. In The Hite Report, one of the participants explains "Touch brings feelings of warmth, security, comfort, and tenderness. It makes me feel more human, and gives me a sense of kinship, belonging and acceptance. Besides it feels good!"  Families often help in providing healthy attitudes to ourselves as sexual beings. If they have difficulty showing warmth or understanding towards us, or touch inappropriately, what message does that give to us to learn from? For many women with disabilities, touching has often been abusive. In Canada, 53% of women born with disabilities have been abused. This is a staggering and sad figure. The UN Standard Rules state: "Persons with disabilities and their families need to be fully informed about taking precautions against sexual and other forms of abuse. Persons with disabilities are particularly vulnerable to abuse in the family, community or institutions and need to be educated on how to avoid the occurrence of abuse, recognise when abuse has occurred and report on such acts." This takes courage. 

Relationships 
For many people, a fulfilling intimate relationship with another person can be the difference between a lonely existence and a rich, sharing rewarding life. Of course there is always the risk of being hurt when another person is involved, however, all of life's richest experiences involve risk taking. 

In Intimate Strangers, Lilian Rubin states that what we are striving for in a relationship is "intimacy, companionship, sharing, communication, equality." However, cultural mandates of society that impact on the psychological states of men and women create difficulties in achieving these goals. 

A good sexual relationship isn't possible unless there is a balance of giving and receiving between the two people involved. For too long people with disabilities have been duped into believing that the only satisfaction they can hope to achieve is the pleasure they receive from satisfying their partner. In a one-sided sexual relationship, guilt and resentment are inevitable and such negative feelings can make both partners miserable and erode their total relationship. 

These are just some of the difficulties that impact on our sexuality and sexual relationships. These difficulties appear to be greatest for women with disabilities because of the attitude of society. 

Sexual values 
Societal emphasis on performance in intercourse has prevented many of us from exploring a wider variety of sexual possibilities, yet each person must discover the kind of sexual expression that works for him/her and the best way to achieve it. As Bernie Zilbergeld says, "You are the person best qualified to discover what works for you. Your feelings and reactions are right for you, and only by acknowledging, exploring and building upon them will you develop the kind of sexuality that gives you the most pleasure." This is particularly true for people with disabilities. Sexuality should be regarded as an individual experience without rules or score cards, with the only goal that of pleasure for both partners. It's important to experiment with various kinds of sexual expression to discover what is exciting and satisfying. Sadly, many people do not realise that sexuality is an individualised, discovered process and the discovering is half the fun. 

Sexuality and its expression should involve pride in our individual beauty; choice, knowing our bodies; and responsibility - realising that sexuality is not something that can be taken from us by another person. Embodying these principles into our sexuality will assist with assertive communication because we will become less confused about our feelings, our responses, our needs and our desires. 

Options, options, options 
When the pressure to conform to stereotyped sexual roles is lifted, we are better able to explore a wider range of sexual options. The sexual side of our nature needs as much attention and planning as we give to other areas of our life. The use of aids, erotic pictures and fantasy all have their place in helping us explore our sexual feelings to the full.  
Andy Metcalf and Martin Humpheries in The Sexuality of Men summed up the value of knowing oneself and one's desires. "This means being open to discovering what our individual emotional and sexual needs are at the moment, recognising that they can change later. This also means learning to be vulnerable and learning to risk ourselves with others. ... This involves taking individual responsibility for our sexual lives as we learn to voice our needs in a clear and open way." This exploration will obviously be easier if you accept your sexuality and if you view sexual options not as alternatives to intercourse but as completely worthy and acceptable sources of sexual pleasure in and of themselves. This acceptance can liberate people to explore their sexuality outside the confines of "role expectations" and "performance goals." 

Reproduction 
As women, one of the questions that we wish to find out is what are our reproductive opportunities. When I was first diagnosed as having multiple sclerosis, I was given a form to have my tubes tied. This experience highlighted the fact that reproduction is not seen as a valid option for women with disabilities, despite the fundamental right to parenthood for people with disabilities as stated in the UN Standard Rules. The rules go on to recognise the role of attitude as a major barrier: "States should promote measures to change negative attitudes towards marriage, sexuality and parenthood of persons with disabilities, especially of girls and women with disabilities, which still prevail in society. The media should be encouraged to play an important role in removing such negative attitudes."  

Unfortunately, there is very little support or information available for a woman with a disability who is considering pregnancy. Health professionals often lack knowledge on the impact of pregnancy for women with disabilities, or base that information on unproven assumptions. Most often, choosing motherhood is seen as a medical decision and not a quality of life issue. For many young girls, especially those with an intellectual disability, the decision about whether they have a reproductive future is made by either courts or families, raising the ethical issue of who should decide. What distinguishes choices about reproduction from other of life's choices?  

Lack of information on new reproductive technologies and little in the way of accessible and sensitive pre and post natal care. Even access to reproductive health services such as cervical smears, appropriate family planning material or other reproductive information is severely limited, making it necessary for women to be assertive and find out the information for themselves. Women with disabilities have the right to make informed reproductive decisions, with information provided in an unbiased manner. 

Child care 
Appropriate and relevant services can allow women with disabilities to be successful parents. In-home support services to meet the needs of the mother in tasks that she is unable to perform, along with training to learn new approaches to traditional parenting tasks such as bathing or feeding would assist in nurturing a child. Accessible child care could provide supplemental learning experiences which are outside of the mother's abilities, e.g. assisting a child whose mother is blind with colours. 

A recent report on caregiving in New Zealand acknowledged that because of the high decline in partnerships where one partner has a disability, the child often becomes the principle caregiver. Services need to be developed so the child caregiver can also be a child. 

Conclusion 
Fortunately there is now a growing body of opinion which accepts that sexual adjustment and fulfilment is at the very heart of successful rehabilitation. Despite this reality, repression of feelings, with all its consequences has been practiced by otherwise seemingly caring people in homes and institutions and sometimes even in loving families. We are all fragile in this area of our lives and can be easily hurt and damaged. By learning to understand our own and others sexuality we each can become a more complete person. In acts of physical loving we ordinary mortals may find a way to communicate and share a means of fulfilment which, at its best, can reach sublime heights.
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