Modern Marriage – an innovative partnership approach to                developing positive sexuality policy

This paper describes an initiative that combined the different skills of two organisations to improve sexual and reproductive health outcomes for people with disabilities.

Within a clear ‘positive sexuality’ framework, Family Planning NSW actively promotes the right of people with disabilities to access effective sexuality education programs, resources, information and clinical services that meet their sexual and reproductive health needs. JewishCare Disability Services is committed to providing responsive, flexible and client focused programs to improve the quality of life of people with a disability. 

These two organisations combined skills in professional education, health promotion and policy development with frontline work in caring for people with intellectual disabilities. The collaboration developed a positive sexuality policy for JewishCare, built the capacity of staff to deliver sexuality education to clients and developed a series of positive sexuality posters for distribution across the state. 

This partnership aimed to create an environment that supported the rights of people with disabilities to sexual expression by training, supporting and resourcing staff, clients and management. 

Family Planning NSW is a not-for-profit organisation that has specialised in sexual and reproductive health since 1926. The strategic plan of the organisation is to provide sexual and reproductive health services to the people of NSW via clinic services, education/training of service providers, health promotion and research. Family Planning NSW has a long history of responding to the sexual and reproductive health needs of people with a disability. We have developed a good reputation for our work in the disability sector, and NSW Health recognises Family Planning NSW as the key agency to work in the area of HIV and STI prevention for people with a disability.
Since 1979 we have been working in the disability area, committed to addressing sexuality and human rights for people with disabilities across NSW.  We approach our work from a social justice perspective, upholding human rights. People with a disability have the same rights as everyone else to have:
· Positive sexual lives and intimate relationships
· Access to education and information that enables them to make decisions about their own lives
· Access to high quality health services
This includes the recognition that every person has the right to decide freely in all matters related to their sexuality, including sexual and reproductive health. These decisions should be made free from coercion, discrimination and violence. Just as we support people with a disability to fulfil themselves physically, socially, emotionally and cognitively, so we should consider how we can support their sexual development. 

So what are sexual rights?  (Anne Craft, 1987) cites the following:

· The right to grow up 
· The right to know 
· The right to be sexual and to make or break relationships 
· The right to be free from the individual sexual attitudes of different caregivers  
· The right to be free from abuse 
· The right to humane and dignified environments 
In 2005 the State Health Promotion Unit discussed how to skill up new health promotion staff on the realities of life in the disability sector. An arrangement developed where a health promotion worker from Family Planning NSW would spend some time with management, staff and clients at Jewish Care, visiting homes, attending meetings and learning about the sector. In return, the disability team at Family Planning NSW would offer some free professional education. 

This collaboration grew and changed with the relationship between Family Planning NSW and Jewish Care. It became much more than was originally intended. The model that Family Planning eventually developed involved a ‘whole-of-organisation’ approach that looked to build capacity at all levels of the organisation, from management through to direct care staff and to clients.  

It worked in three main ways:

1. A policy development workshop with senior management 

2. Professional Education of direct care staff in delivering sexuality education to people with disabilities

3. Collaboration with JewishCare clients in the production of a series of posters about people with disabilities in relationships for distribution around NSW. 

Patrick Slide – Drafting Positive Sexuality Policy – The Process:Patrick 

Drop in Patrick’s notes here on Jewish Care:

Positive sexuality policy is important in terms of supporting people with intellectual disabilities for a number of reasons – primarily that policies about sexuality issues help people with a disability to lead fuller, richer lives, and reduce the danger of exploitation and abuse. The aim of an organisational policy is to transform ideals and principles into practical steps…telling staff ‘how to do it’ as well as ‘what to do’. Good policies are not just theoretical documents. They carry authority and provide a framework for decision –making and action. They create a safe structure for staff to operate within. Guiding principles for sexuality policy should include the recognition of the rights of people with intellectual disabilities to realise their individual capacities for physical, social, emotional and intellectual development. 

Family Planning NSW ran a policy workshop with the management of Jewish Care in December 2005. The notion of ‘Top-down- support’ refers to the crucial need for staff to have sexuality policy in place to support them in delivering sexuality education and helping clients in other ways.  

Four senior staff attended the 3-hour workshop, run by three members of the Family Planning State Health Promotion Unit’s disability team. 

The essential objectives of the workshop were to:

1. Describe a process for developing a sexuality policy

2. Identify and address ways of overcoming barriers to the development of such a policy

3. Identify ways to successfully introduce a sexuality policy into the organisation

The group discussed how to identify issues, write draft policy, prepare it for submission and approval, implement it and factor in evaluation and review processes. They covered who to include in the process, how to approach other organisations, and how to deal with dissent. Jewish Care then began to develop their positive sexuality policy. 

Slide 8 – Drafting Positive Sexuality Policy – The Process:Patrick 

Slide 8 – Drafting Positive Sexuality Policy – The Result

Patrick 2 minutes
Slide 9 – Disability and Sexuality Training – direct care staff

Next in the process, Family Planning NSW trained 12 direct care staff on delivering sexuality education to people with a disability.  Family Planning runs several courses on sexuality and disability, as well as customising training for varying needs. The one-day introductory course we ran at Jewish Care aims to increase awareness and knowledge of the issues for people that don’t yet want to undertake competency-based training.  

Some of the issues covered include: 

1. Models of sexuality, where the group discusses the complex nature of sexuality as it changes through the lifespan and is affected by culture, biology and gender. We talk about what sexuality is – and it’s not just about sexual intercourse. Sexuality is a broadly defined concept. Sexual identity and the expression of sexuality are normal aspects of all of us that develops throughout our whole life.  

3. Common myths facing people with disabilities are examined - such as that they are oversexed, undersexed, or ‘the eternal child’. Other myths include the idea that avoiding sexuality education will protect people with disabilities from exploitation or abuse. 

2. Specific sexuality issues for people with disabilities are examined, such as factors affecting people born with a physical disability, intellectual disability, or psychiatric disabilities requiring medication that may affect sexual function. Menstruation, masturbation, and menopause are covered. Experiences of sexual assault can also have a profound effect on sexuality, and this is discussed in the group. Sexuality also needs to be considered within a health context. Sexual health issues might include preventing or treating sexually transmitted infections including HIV, managing menopause, preventative screening including breast and testicular checks and Pap smears, promoting safe sex, and supporting decision making around contraception.

3. A session on personal and professional values gives participants the chance to identify and discuss personal and community attitudes relating to sexuality and to people with a disability. How do values held by people, agencies or whole communities impinge on the sexual rights of people with disabilities? How do you address negative attitudes and values? An attitudes and values exercise is useful for participants as a self-examination tool. How do they feel about issues like homosexuality? Abortion? Sex education? 

4. Legal and ethical issues raised and discussed include contraception, confidentiality and consent – both to sexual activity and to medical procedures. This includes debates around what constitutes informed consent. 

5. Finally, participants are directed to other sources of referral and information such as the FPA Healthline, where sexual and reproductive health nurses manage a database of disability-specific agencies and practitioners, or the Family Planning NSW library, with a wide range of teaching tools, books and other resources. 
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Slide 10 – Jewish Care response and future training 

Patrick on how JC reacted to training, and what the future training plans are
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Slide 11 – Client Relationships Workshop 

By this stage Family Planning were developing a series of positive sexuality posters intended for distribution across NSW. Jewish Care runs an independent living skills program called the Bettheim Program. The Health Promotion Unit linked in with this group and ran a workshop one night with 6 participants and 4 workers on relationships. 

This was a chance for staff to observe a workshop, and for sexuality issues to begin to be addressed with JewishCare clients. 

Clients decorated t-shirts with images and words on one side examining the qualities of a positive relationship, and on the back, describing negative relationship behaviours. While this was taking place, general discussion was had between clients and staff on relationships, and the rights of people with disabilities to have relationships.

The clients then focus-tested the drafts of the posters Family Planning had been developing. They made comments about the style, colours and language. 

After this workshop, Jewish Care workers reported back on how clients had begun talking about sex and relationships after this session. Some workers had previously thought that sexuality education was unnecessary, as clients hadn’t raised the issues before. They likened the session to a small ‘opening of the floodgates’; where clients, having been given permission to speak, began to reveal their thoughts, fears, worries and desires. 

I minute 20 secs

Slide 12 – Positive Sexuality Poster Series 1

Love and Kisses is a series of positive sexuality posters that, with an accompanying guidelines booklet, will be distributed across the state to disability agencies, group homes and workplaces. 

Positive images of people with disabilities are really rare in the modern media, and positive images of people with disabilities in relationships are rarer still. This poster series aimed to produce and distribute beautiful pictures showing that love, romance and sexuality are parts of life that are not restricted to those without physical or intellectual disabilities. 

Belinda Mason Lovering took these photographs in 2002 as part of the touring exhibition ‘Intimate Encounters – Disability and Sexuality’ and they are used in this series with her permission. 

The images illustrate various types of relationships, and aim to counter the invisibility and silence that people with disabilities often face in terms of their romantic and sexual lives. Having these images on display in workplaces and group homes  makes a strong statement of positive support for people with disabilities to lead full and rich lives.    

Displaying posters like these in workplaces, homes and agencies will also begin to ‘set a scene’ for sexuality education. 

3000 posters and booklets have been printed and distribution around the state has begun. 
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Slide 13 – Positive Sexuality Poster Series 2

Slide 14 – Positive Sexuality Poster Series 3

These pictures illustrate the everyday rights of people with disabilities to romantic and sexual relationships. This concept underpins our work at Family Planning in terms of human rights. The right to love and be loved in return is one of the most fundamental.

Disability activist Ann Finger said in 1992: ‘Sexuality is often the source of our deepest oppression – it is also the source of our deepest pain. It’s easier for us to talk about –and formulate strategies for changing – discrimination in employment, education and housing than to talk about our exclusion from sexuality and reproduction.” 

Developing sexuality policy that supports the rights of PWD to sexual lives is important. Establishing organisational frameworks to help staff support their clients to express those rights is equally important. Giving staff the adequate training to deliver sex education is important too. But acknowledging that people with disabilities can, and do, lead safe and fulfilled sexual lives is the most important job of all. Thank you for listening today. 
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