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Introduction

Sexuality is a silent part of the lives of people with a disability. We rarely see goals to support positive sexuality in IPs, and social activities are usually not designed to foster relationships that could become intimate.

When they are given the opportunity to tell their stories, people with a disability too often report lonely lives devoid of intimacy. The research is clear – many people with a disability 

· Experience abuse and exploitation

· Miss out on information about safe sex and so have a high risk of contracting HIV and STIs if they are sexually active

· Receive limited education and what they do receive focuses on problem behaviours, danger and risk and different ways to say ‘no’

· Have their sexual health ignored or trivialised

This is an environment where sexuality is not normalised. Rather it is taboo, dangerous, risky and as such it is perceived, by workers and their managers, as being the domain of experts. This leads people to problematise sexuality, reinforcing the notion that it is always a challenging and difficult area to work in. 

This is the history of people with a disability’s sexual lives, but what could the future look like?

In this presentation I will be describing the Sex Safe and Fun project. I will give a brief overview of the resource the project was based upon, describe the workshops and the rationale behind them and report on the impact evaluation.

I would like to start by saying that in my experience of delivering staff education, over the last 20 years there has been a noticeable shift in staff attitudes towards believing in the rights of people with a disability to have intimate relationships and feeling that they have a role to play in this. 

However, these beliefs are not always transferred into some sort of supportive action. 

With the Sex Safe and Fun project we had a simple aim. We wanted to encourage workers who are supporting people with a disability to talk about sexuality. To talk with clients, other staff, parents and their managers.

In 2004 Family Planning NSW in partnership with SWAHS published the low literacy resource Sex Safe and Fun. It was developed to provide positive messages of sexuality. The key messages are that good sex is safe, fun, caring, mutually consenting, and private.

Before I continue I would like to acknowledge one of the authors of the resource who is here today. Cheryl Jones, is a clinical nurse specialist in sexuality education who has worked in the disability field for many years and brought her very practical experience to understanding to this resource.

The resource 

Is made up of a booklet and a reader’s guide.

1. The booklet provides information about sexuality issues directly to adults with low literacy skills, primarily people with an intellectual disability, through the use of pictures and limited words.

2.  The Readers Guide provides information to people who are directly supporting adults with an intellectual disability – group home staff, parents, sexual health staff in the community and in the gaols, youth workers, women’s health nurses, and teachers. It is simple to use because all the key messages and strategies to use the resource are included but they are not too wordy or give the impression that you need to be an expert to deliver them. 

Each of the pictures in the coloured booklet has a corresponding unit in the Readers Guide which states what to say about the picture and what key messages to discuss.

The workshop

So we started by mailing out the resource on request. It is free and we quickly sent out 2000 copies.

However, our experience is that many sexuality resources often remain on the shelf unused. We had 5000 resources to move so we wanted to make sure it was worth our time and effort. 

So to encourage the implementation of this resource we decided to support it by delivering workshops around the state. 

We needed to target the right people. This is the latest group that I ran last week in Inverell.
The limited research states that information about sexuality and relationships needs to be provided over the long term, at a simple level, and, significantly, with 1:1 follow up. People need opportunities to practise what they learn so they can generalise their skills. Concepts and skills need to be incorporated into the person’s everyday life in their usual environments.

For people to have control over their lives they require access to accurate information at the time when it is needed and presented in a way that is meaningful to them.

The people best placed to do this are those who are working directly with people with a disability – in this group we have teachers, service managers, nurses, group home staff and day program staff.. But of course they need to feel confident in this role. Staff education is one part of building this confidence. 

What Family Planning NSW was not sure of was how much did we need to invest to make a difference? We generally offer 2 to 4 day courses about sexuality and disability. We knew that this approach would not attract the numbers of direct care workers that we wanted and would be too time consuming for us. The reach would not be big enough. 

We still needed to uphold the principles of our educational model ie small group, interactive, reflective, and skills based. 
So we designed a 3 hour workshop – this made education affordable both in time and money for a greater number of people. 

Professional education typically focuses on offering new knowledge and developing skills, and raising awareness of personal values and attitudes. This is fine, but are we motivating people to apply these back in their workplace? This was a fundamental question we wanted to address in the workshop.
We wanted people to leave the training room not only able to talk with others about sexuality but eager to do so.

Would 3 hours of education be enough to achieve this?

What did we want to address in the workshops?

Firstly we wanted people to be inspired or motivated to take some sort of action. They would then need to have the skills to do so. They would also need to be able to develop their own strategies for overcoming any barriers that might stop them from carrying out the action. And finally they needed a clear direction on what they wanted to do.
1. Fostering motivation and inspiration [‘I can’t wait to give it a go.]

Sources of inspiration are different for each of us. However many people who come to our training remark on feeling inspired. I think that there are many ways you can try to inspire people.
· Bring the voices of people with a disability into the training room. Present real life stories about their experiences of trying to lead intimate and sexual lives. These are often moving stories of discrimination, isolation and violence but also offer positive stories about what people can achieve when actively supported by others. In this workshop we do this simply by showing part of a video in which people with a disability describe their sexual lives.  This appeals to many people at an emotional level and they will often reflect on how much impact these stories have.

· We also try to break down the expert model that many people apply to responding to sexuality ie that only specialists can work in this area. We promote sexuality as a normal part of human development and discuss realistic roles that workers can take on in this area. We try not to over teach ie introduce complex skills or resources. We facilitate learning from one another not just the trainers.

· And we actively support connection between different service providers – learning from peers is a powerful process, hearing the success stories of others, the roles that other people take on, what resources can be shared, what partnerships can be created

· Finally, we affirm the existing knowledge and skills that people have and discuss how these can be applied to working in the areas of relationships and sexuality

We teach, affirm and practise skills [I never thought I could do this] 

· Throughout the workshop we model or demonstrate a few basic skills such as establishing rules around talking about intimate issues, gaining agreement to show a sexuality resource and using plain English and pictures to communicate a message. 

· We then encourage people to practise talking about sexuality. In groups of 3 people take on rotating roles of facilitator, person with a disability and observer. They each practice talking about one of the pictures in the book. There is really only a minimal amount of practice – we are just encouraging people to give it a go. This simple practical experience overcomes a significant personal barrier for some people. It also promotes how easy the resource is to use and the variety of ways it can be used.

· People are then asked to reflect on and share their experience of the exercise. This seems to create a positive feeling that people have the skills to do it – or maybe it clarifies that they don’t.

Overcoming barriers [it’s a good idea, but ..]

· Why are workers not more actively supporting people to develop intimate relationships?

· Clearly there are experiencing barriers to this work. 
· Three of the most common issues raised by workers are:

· Resistance from family members – often this resistance is based on fears such as - “if may adult child learns about sex they will want to give it a go and this will lead to something bad happening”.
· Lack of clarity about consent – eg if 2 people are sexually active but one of them is not usually very assertive how do you know if they are consenting – is their compliance leading to their exploitation

· Personal and professional boundaries – staff are often concerned that they will be seen as a potential sexual partner if they talk about sex with the, how do they respond positively to homosexual relationships if they are personally uncomfortable with this,  how much can you actually say eg is it ok to talk about the availability of sex workers, is it ok to hug clients
· You could spend a day exploring each of these. We give the group about 30 minutes. We simply pose a question related to each of these issues and ask small groups to think about what they could do. This problem solving exercise has a number of outcomes.

· We acknowledge the barriers up front – this manages resistance from group members who bring these concerns with them so that they are more open to learning.

· They think of some clear directions about what to do next and can establish an action plan or at least the first steps

· We affirm the need to work in partnership with others especially family rather than working in conflict

· The chances of failure are reduced because people leave the workshop with realistic expectations of what they can achieve

· They also recognise where they might need organisational support and what they could do to achieve this.

So have we achieved our objective ie that people are using the Sex Safe and Fun resource to talk about sexuality? 

If we measure success by workshop attendance, we could be well pleased. 

All of our workshops have been full and many have waiting lists. In 7 months 3 of us have delivered Sex Safe and Fun to 230 people in 17 venues (some quite remote) around the state and we have had several requests for repeat performances.

It’s nice that people turned up but are they using the resource?

An evaluation of the workshops has just been completed. We particularly wanted to know whether the resource was being used and if the workshops had assisted people in using it.

We conducted anonymous written satisfaction surveys of all participants at the end of each workshop. We asked open ended questions about whether they had learned anything new in the workshop and if they intended to use the resource.  

97% of people said they would use the resource and that the workshops had been of assistance.

This told us what people intended to do. However we were more interested in knowing what they had actually done.

3 – 6 months after the workshops, we conducted a random sample and either spoke by phone or mailed out surveys that people could complete to anonymously We surveyed 15% of workshop participants in these ways.

Most importantly 42% of people said that they had used the resource and 100% of those people said they would use it again. Of those who had not yet used it 75% said they would use it in the future.

88% of people reported that the workshop had assisted them in using the resource and the 2 most common reasons why were:

1. they had a chance to practise using it

2. they had the opportunity to work out strategies for dealing with barriers to talking about sexuality.

Conclusion

The aim of Sex Safe and Fun is to put sexuality more firmly on the agenda, have people talking about sexuality, and through this to generate more active support by direct workers.

We have distributed 2500 resources to disability services, sexual health clinics, youth services, gaols and schools around the state and we have had an overwhelmingly positive response to the usefulness of the resource in all these varied environments. We know that the resource is being used and people are finding it easy to do so.

A few organisations have told us that Sex Safe and Fun is the key sexuality resource they will use in their group homes and are building staff education around it. 

A clear challenge is that by targeting direct care work we can only indirectly influence organisational change. Many workers are constrained by an organisation that continues to be silent about these issues, or is resistant to being supportive to a positive sexuality approach. In discussing barriers to this work we always stress the need to have organisational support through good policy and procedures and where these don’t exist to consider ways to put them on the agenda. 

Still, I would like to assume that some people are talking about sexuality with the people they support and that they are talking about it in a way that is positive and empowering. By building knowledge and skills in staff they are more empowered to advocate for, and effect, change. They are also the managers of the future. So I believe that there is definitely hope for people with a disability leading safer and more fulfilling sexual lives.
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