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picture on a leaflet during my visit to REAL TALK in 

Vancouver. They would have been thrilled to know that they 

were helping other people, so far away, to think about 

positive relationships opportunities  
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This study is about preventing abuse and promoting sexual health for people with learning 

disabilities. Most of our daily lives involve taking actions which prevent us from being 

harmed. Wearing a helmet when riding a bicycle, putting on a car seat belt, using oven 

gloves, are commonplace examples. We have learned about the importance of these 

protective measures through experience, education and information.  

Having spent the last few years developing and delivering sex and relationships courses, 

including ‘Staying Safe in Relationships’ training, for adults with a learning disability, it 

occurred to me that in England we generally do not afford the same approach to sexual 

safety. This is against a backdrop of social care focusing on many other areas of people’s 

lives where high risks have been identified. So, for example ‘travel training’ and ‘money 

management’ are provided under the guise of facilitating independence, whilst also 

encouraging safer lives. 

In ordinary life, we learn about the pleasures of activities, alongside the necessary 

precautions. A safety net for when things go wrong allows us to get on with the joys of 

cycling, driving and cooking as already mentioned. Good support for sexual expression, can, 

and should, take the same path. 

The right to engage in relationships, from friendships to being sexually intimate, is part of 

each person’s fundamental human right1. However, having a learning disability can impact 

on an individual’s ability to stay safe from abuse and some people with a learning disability 

may be deemed as not having the capacity to consent to a sexual relationship2 . These 

factors heighten the need for good support and education that balances the right to have 

relationships with the significant risk of abuse. 

In England, for adults who are deemed to be ‘vulnerable’, a legally bound system known as 

‘safeguarding’ has been developed. This recognises that some people, who experience 

greater risks in certain areas, may require interventions that protect and prevent them from 

abuse and neglect.  

The current system of protection for adults with learning disabilities focuses on remedial 

actions after the abuse has occurred. With sexual abuse, it pays less attention to measures 

that might prevent harm from occurring in the first place.  

Equally, access to both formal and informal education about relationships and sex, alongside 

opportunities to meet a partner, have been largely denied to this population. As a result, 

 
1 Human Rights Act 1998 Article 8 
2 Mental Capacity Act 2005 

2. INTRODUCTION 
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many people lack the skills necessary to develop healthy relationships and avert 

interpersonal violence. As well as leading to loneliness, and isolation, with associated 

physical and mental ill-health, the disastrous impact is a disproportionate susceptibility to 

sexual abuse and exploitation.  

I wanted to find out if there was another place in the world that might have a different 

perspective on sexual harm reduction, that had stopped waiting and had started acting to 

introduce proactive sexual safety measures for people with a learning disability. I set off on 

the journey with a passion to find alternatives to reactive safeguarding; hopeful that some 

other people and systems had managed to overcome the attitudinal and structural barriers 

that are commonplace in my working life. 

Part of the foundation of a Churchill Fellowship is that recipients should ‘travel to learn’. I 

was very excited on this journey to meet people whose words I had previously read; to 

observe written theories in practice and to open my eyes to new possibilities. Although 

there is a significant body of U.K. research on the intimate lives of adults with learning 

disabilities, there are a limited number of organisations and professionals who specialise in 

providing training in this area3 . I had high hopes that my Churchill journey would contribute 

to beneficial knowledge gains for the burgeoning sexual health and learning disability 

training community, as well as having wider implications in the ‘safeguarding arena’.  

 

  

 
3 See, for instance, Supported Loving Toolkit 
https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit/training-
organisations 

https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit/training-organisations
https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit/training-organisations
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Sue is a Director of the U-Night Group, a user-led organisation based in Lancashire, which 

specialises in relationships and sexuality training for self-advocates, family members and 

staff. She is also the Co-Chair of the Lancashire Learning Disability Partnership Board’s 

Friends and Relationships Group. They recently acted as consultants in the development of 

CQC’s (Care Quality Commission) ‘Guidance on Sex and Relationships in Adult Social Care 

Services’ in 20194. 

Having worked alongside people with a learning disability for over 50 years, in a voluntary 

and paid capacity, Sue retired in 2014, to concentrate on championing learning disabled 

people’s right to have healthy, loving relationships. She has been able to build on her social 

work and management experience, latterly as CEO of a provider agency, to design and 

develop new services and training opportunities. One such was a dating and friendship 

agency, supporting people to make friends, share interests and develop relationships. In 

Lancashire, she has worked to develop self-advocates training skills and on the co-

production of ‘Listen Up’, a training resource for staff and people with a learning disability. 

Sue was one of the first members of Supported Loving, a national, human rights-based 

networking organisation of individuals and organisations who are committed to supporting 

learning disabled people with issues around sex and relationships. She has contributed to 

their online resource and information toolkit5.  

 
4 https://www.cqc.org.uk/sites/default/files/20190221-Relationships-and-sexuality-in-social-care-
PUBLICATION.pdf 
5 https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit 
 

3. ABOUT THE AUTHOR 

https://www.cqc.org.uk/sites/default/files/20190221-Relationships-and-sexuality-in-social-care-PUBLICATION.pdf
https://www.cqc.org.uk/sites/default/files/20190221-Relationships-and-sexuality-in-social-care-PUBLICATION.pdf
https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit
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4.1 Background 
This report outlines a Churchill Fellowship study visit to the U.S.A. and Canada, during which 

meetings were held with organisations and projects supporting the sexual health needs of 

adults with a learning disability.  The author was keen to find out what was happening to 

prevent sexual harm and abuse, through the use of advocacy, information and education. 

There is evidence that people with a learning disability in England are four times more likely 

to be sexually abused than other citizens. The systems currently in place to offer protection 

and safeguarding tend to have an emphasis on responding after the event, rather than 

preventing and equipping individuals with the means to keep themselves sexually safe, in 

the first place. 

In addition, the policy and practice on training and supporting social care staff, individuals 

themselves and their family members, about sexual needs, is incoherent and inconsistent. 

This leaves people lacking the appropriate frameworks to enable them to develop healthy 

relationships and experience positive sexual expression.  

I was fortunate to visit a range of services and individuals: those working specifically with 

people who have a learning disability as direct support and training providers, universal 

services with a commitment to being inclusive, sexual health agencies, academics, 

researchers, counsellors, self-advocates and self-advocacy groups. 

During each encounter, the focus was on learning about novel or innovative methods being 

used to empower people to protect themselves and/or increase their opportunities to 

experience healthy, loving relationships. The enquiry also considered the similarities and 

differences between the North American and the English systems, including the 

transferability of approaches. 

The journey included Boston and the autumnal New England States in America. In Canada, it 

started in Toronto in the east and ended in Vancouver on the west coast, with stop-offs in 

Kitchener, Montreal, Saskatoon, Calgary and Kelowna. 

  

4. EXECUTIVE SUMMARY 
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4.2 Key findings 
Safeguarding 

 Significantly, I found that the word safeguarding was rarely used. Where it was, in 

the context of protection, safeguards were often seen as actions to empower the 

individual to reduce harm and increase overall wellbeing. Whilst the locus of 

authority was found within state organisations, there appeared to be a significant 

level of shared externalised responsibility, through joint training, inclusive media 

campaigns and a focus on proactive safety planning. 

 Most protection departments were disability-specific and clearly had considered and 

acted upon a duty to prevent abuse occurring, in conjunction with commissioners 

and providers. 

 A number of States/Provinces stipulate within contractual arrangements that 

providers must give the people that they support training and information about all 

aspects of staying safe, including sexual safety. In doing so they make explicit, the 

importance of awareness-raising, empowerment and skills development in 

addressing the potential for harm. 

 Some preventative responses emphasised supported decision making-teaching 

transferrable skills to enable individuals to recognise and avoid harmful situations  

 

Training 

 There is national Guidance in the U.S.A. and Canada for sex educators, including 

reference to the needs of people with a learning disability and the Canadian version 

recommends that particular evidence-based model – ‘Information, Motivation and 

Behaviour’ should inform training. 

 I found that most trainers were taking a trauma-informed approach to the education 

process. This was demonstrated by heightened awareness and sensitivity to the 

negative experiences and messages that many people have experienced in the past. 

Techniques were observed that enable learners to be in control, to feel safe, develop 

trust, have a sense of equality and be optimally engaged in the sessions. 

 A number of the organisations that were visited had designed freely available 

accessible resources, relevant to the needs of people with a learning disability, 

reflecting their sense of civic responsibility.  

 Creative arts and multi-media applications were used extensively, particularly to 

facilitate self-advocates’ involvement as informers and educators 

 Consideration had been given to training materials being centralised and on loan for 

the benefit of the health and social care community, alongside self-advocates and 

family members 

 Thinking about normalised modes of learning has led to opportunities for 

relationships and sex education and discussion in ordinary, relaxed settings 

 Self-defence training has been used alongside education as a means of assisting 

people to protect themselves from sexual and physical harm 
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 I saw examples of training about relationships and sexuality provided by family 

members for family members. An ‘experts by experience’, Train the Trainer 

approach was identified as being more effective than when staff take the lead.   

 Mandatory staff training, included in a regulatory framework, with a link to abuse 

prevention, was shown to incentivise providers to develop creative training solutions  

Particularly marginalised groups 

 The experiences of women with a learning disability were shown to have much in 

common with those of other marginalised women. Whilst there may be some 

barriers to overcome, exploring similarities when working together has produced 

strong alliances, with shared outcomes 

 Collaborative planning between generic harm related women's services, such as 

those dealing with domestic violence and rape crisis and women with a learning 

disability has demonstrated that the latter become better informed and more able 

to access relevant services  

 Two useful approaches to developing LGBT+ support groups are to widen 

membership to all people with a disability and to partner with local universal LGBT+ 

groups, including acting in an advisory capacity so that their activities are fully 

inclusive 

 Promotion of personal stories and production of accessible LGBT+ information, in 

various formats, by people with a learning disability seems to be cathartic for those 

involved, and help others to understand about the range of relationships and 

sexuality choices.  

Sexual self-advocacy  

 Self-advocates are leading a movement to campaign for and speak up about their 

right to sexual expression and intimacy. With researchers, they have termed this 

‘sexual self-advocacy’. 

 Having this shared understanding and a mobilised effort, with clear objectives, has 

raised the profile of sexual rights as integral to the more generic role of self-

advocacy groups 

 Approaches based on the principles of sexual self-advocacy have shown to be useful 

in the process of involving people with a learning disability in delivering training  

 The role of sexual self-advocacy allies has been recognised as an important 

contributor to the success of the movement 

Partnership 

 I encountered many examples of organisations working together at various levels to 

pool information, resources, perspectives and skills. These were often not just the 

‘usual suspects’, but groups and individuals who were on the periphery of the 

subject. Nevertheless, they were able to bring a refreshing outlook to the table 

 The examples showed that there are benefits in self-advocacy and family carer 

groups being involved as equal partners in co-producing and coordinating 
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approaches to prevention and safeguarding, particularly in bringing a consumer-

focused view 

 There were some exceptional examples of sexual health services embracing their 

responsibility to respond to the needs of people with a learning disability, with the 

support and allegiance of provider organisations 

Culture 

 An open, respectful, questioning, reflective organisational culture seems to 

represent an optimally fertile ground for the development of sexual safety 

measures. This includes giving staff and people supported the permission, skills and 

space to have open discussions about sex and sexuality. 

 

 The use of whole system approaches such as trauma-informed care and a ‘culture of 

gentleness’ were observed to align with the development of personal trust and 

safety, essential components in supporting resilience and empowerment 

4.3 Recommendations 
Influence policy and legislation 
 
There is a need for existing prevention-based social care policy and guidance to be fully 
observed. 
A national strategy is required to bring together and address the functions of all the 
agencies involved in the sexual safety and relationships and sex education of adults with a 
learning disability 
Public agencies responsible for sexual health, the LGBT+ community and domestic abuse 
should be reminded of their equality duty to ensure that services are accessible for 
people with a learning disability 
 

Changing organisational practices 
 
Regulators, commissioners and providers should attend to the development of 
organisational cultures that recognise, nurture and support the development of 
relationships, including those that include intimacy 
 

Fostering coalitions and networks 
 
Stronger links need to be developed across a range of public and private organisations, 
both specialist and generic, concerned with the sexual safety and wellbeing of individuals 
 

Educate providers 
 
All staff who support adults with a learning disability should have training on how to 
enable people to engage in safe, healthy relationships 
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Promote community education 
 
Safeguarding Adults Boards should consider their responsibility to prevent sexual harm 
occurring, with resources used to work with others in awareness-raising, education, data 
collection and trend analysis, leading to local solutions to sexual abuse prevention 
 

Strengthening individual knowledge and skills 
 
Proactive safety planning, education for empowerment, sexual self-advocacy and 
supported decision making should inform and contribute to a sexual abuse  prevention 
programme 
People should be given the tools to be their own ‘first line of defence’ 
 

      

 

 

 

 

  

Graphic by Aaron Johannes: Imagine a Circle 
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5.1 Aims and Objectives 
The overarching aim of this study was to find out how best to protect people with a 
learning disability from sexual harm, whilst at the same time providing the knowledge, 
skills and opportunities that promote safe, loving relationships. In particular, my objectives 
were: 

 To experience, understand and share innovative ways of engaging with learning 
disabled adults, to support them as peer educators and champions of sexual harm 
prevention. 
 

 To investigate and disseminate in the UK, the application of 'sexual self-advocacy', a 
concept that gives people the tools and confidence to speak up, on their own behalf, 
about their right to have safe, healthy relationships. 
 

 To develop training materials and resources, which could be widely replicated, 
contributing to improved wellbeing and safer lives.  
 

 To influence national policy, encouraging regulatory and influential bodies, such as 
the Department of Health and Social Care, CQC, NHS England and Skills for Care to 
consider sex and relationships needs as vital aspects of wellbeing, safeguarding and 
social care. 
 

 To improve local and national practice by discussing project learning and the final 

report with family members, self-advocacy groups, specialist and mainstream 

practitioners, legislators, academics and those responsible for safeguarding adults 

with a learning disability. 

 

5. CONTEXT 

 

Delivering an Elevatus practice session on ‘public and private’, Worcester, U.S.A. 
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5.2 About this report 
This report is designed to illuminate the positive approaches being taken to sexual abuse 

prevention in North America. I have highlighted the most significant themes from contacts 

made with different organisations. For each theme, background information, practice 

examples or a case study and key learning points are provided. Wherever possible, there are 

comparisons with the English landscape. Finally, there are recommendations for change and 

a personal action plan. 

My target audience, based on the assumption that the responsibility for abuse prevention 

has a wide reach, is people working at all levels within education, self-advocacy, police, 

health, regulatory bodies and social care services. The findings imply that change is required 

from national and local government level to every local service responsible for the support 

and welfare of people with a learning disability. Given the focus on inclusion and 

cooperation, there are wider implications for the universal services with which they 

intersect. I am therefore hopeful that it will be read widely by Civil Servants and Ministers, 

as much as by local safeguarding leads and support staff.  

More importantly, the report is intended for young people and adults with a learning 

disability and their families, whose lives will be most closely affected by the suggested 

recommendations. An easy read version is offered in the appendix (Appendix 3) and in 

future months additional accessible information and training resources relating to particular 

aspects of the findings will be made available. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

It is better to prepare and prevent than it is to repair and repent. 

President Ezra Taft Benson 
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5.3 Why choose Canada and America? 
The development of learning disability services in the United Kingdom and my professional 

practice have been significantly influenced by North American academics. In the 1980s and 

90s, I had the good fortune to personally experience the teachings of great thinkers such as 

Wolf Wolfensberger6, John O’Brien7, Jack Pierpoint8 and Marsha Forest. They brought the 

concepts of normalisation, person-centred planning, service accomplishments and 

community connection to British audiences who were eager to find creative ways of moving 

from institutional to inclusive community care.  

Their inspiring stories made a significant contribution to creating a workforce with a shared 

purpose and feeling of optimism. Skilled in linking theoretical frameworks to real-life 

examples, these imaginative thinkers inspired the confidence to believe that what worked in 

Montreal, could be equally successful in Manchester. Arguably, there would not have been 

as much progress in the areas of supported employment, independent living, self-advocacy, 

shared lives and personalisation, without the ideas and support from community inclusion 

pioneers in the USA and Canada.  

As a result, when I was considering the most appropriate location to explore the issue of 

supporting healthy relationships for people with a learning disability, venturing across the 

pond seemed to be the most obvious direction. 

This decision was reinforced by the contemporary presence of key international leaders in 

the field. Particularly, Canadian Dick Sobsey9, whose work on violence and abuse in the lives 

of people with disabilities, written in 1994, is still current and Dave Hingsburger10, a prolific 

writer, advocate, practitioner and expert on all things to do with sex, relationships and 

learning disability. Unfortunately, despite my attempts, I didn’t get to meet either of them, 

but I did meet lots of people who have been influenced by their ideas and practices. 

In America, I had read about Katheryn McLaughlin11 and her work with Green Mountain Self 

Advocates12, which sparked an interest in the development of sexual self-advocacy. 

The internet enabled me to follow her for months before the trip and fortunately, I did 

manage to spend three days benefitting from her wisdom and education, before seeing her 

training put into practice by Green Mountain Self Advocates in Vermont. 

Both countries, huge in size, turned out to be equally large in their capacity to offer a varied 

learning landscape, as stimulating as those that had been impactful forty years ago. My 

choice of stopping off points was based initially on people and organisations that I already 

 
6 Wolfensburger W. The Principle of Normalisation in Human Services 1972 Toronto: National Institute of Mental                                                   
Retardation 
7 O’Brien J. ‘What’s worth working for?’ 1989 Responsive Systems Associates 

https://thechp.syr.edu/wp-content/uploads/2013/10/whatsw.pdf 
8 Pierpoint J and Forrest M et al. All my life’s a circle 1997 Inclusion Press 
9 Sobsey D. Violence in the lives of people with disabilities: the end of silent acceptance 1994 
10 Hingsburger D Just Say Know!: Understanding and Reducing the Risk of Sexual Victimization 1995 
11 www.elevatustraining.com/ 
12 www.gmsavt.org/sexuality/ 

about:blank
https://www.elevatustraining.com/
http://www.gmsavt.org/sexuality/
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knew to be doing innovative work, helpful leads that they provided and further desktop 

research on original approaches to sexual harm reduction in the learning-disabled 

population. 

 

 

 

 

 

 

 

 

 

  

Information collected on 

the journey  

The journey  
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5.4 Methodology 
The project was based on a qualitative research approach, using observations, shadowing, 

semi-structured interviews, analysis of documentation and reflective meeting notes. Pre-

visit desktop research was undertaken to find organisations and perspectives that were 

most relevant to the project aim.  

I was keen to ensure that the areas of exploration reflected the issues that were important 

to other people with similar interests in England, so I asked for suggested questions at 

national and local meetings and through social media. The resulting interview questionnaire 

can be found at appendix 1.  

A combination of both open and closed questions was used, although open questions 

predominated as I wanted individuals to expand on their answers, as much as possible. The 

results from interviews were supplemented by my experiences and observations at each of 

the visits to develop a clear and accurate understanding of the methods and approaches 

used within each organisation.  

I met with a range of professionals from sexual health services, universities, advocacy 

groups, education and support agencies. Included were those with a specialist interest in 

learning disability, as well as an organisation serving all disabled people and the community 

at large. I had the opportunity to learn from self- advocates, to observe some of their group 

and training activities and to look at accessible resources and information. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  
The author with puppets used in the 

‘Creating safe environments project’, 

University of Saskatchewan 
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5.5 Background Information 
Abuse is a violation of an individual’s human and civil rights by another person. Sexual abuse 

refers to a wide range of sexual activities that are in some sense forced upon the victim. It 

includes rape, sexual assault and other sexual acts to which a person with a learning 

disability has not consented or could not consent. It also includes instances where an 

individual is pressurised into consenting. 

Harm to adults with a learning disability can result not just from the more severe attacks, 

but by regular insidious violations, such as non-consensual touching, that can go unnoticed 

and unchallenged in support settings. 

Some relevant facts  

 Adults with a learning disability in England are four times more likely to be sexually 

abused than those who do not have a learning disability13  

 In the two years between 2013-2015, a survey of 152 councils in England with adult 

social services responsibilities found that 2991 reports of sexual abuse against adults 

with learning disabilities had been recorded14 

 This was described by the NSPCC as just the ‘visible peak’ of a much larger problem, 

as ‘we know with sexual abuse that many victims find it difficult to speak out’15. 

 In the year ending 31 May 2019, Lancashire County Council recorded 141 sexual 

abuse or sexual exploitation alerts where the alleged victim had a primary category 

of learning disability at the time of the alert16 

 Women with learning disabilities are particularly vulnerable to sexual violence and 

exploitation, but men are also at risk17 

 Abusers are predominately male and are generally known to the victim18 

 

These are alarming statistics, reflecting personal hurt, sorrow, confusion, anguish and 

inequity. They represent the tip of the iceberg, considering the significant under-reporting, 

due to fear, lack of understanding of how to report, the possibility of not being believed and 

an awareness of low conviction rates. 

Who abuses people with a Learning Disability?  

There are indications that abusers are more likely to be a person that the individual knows, 

rather than a stranger. This includes family members, direct support workers, partners, 

friends and people in the individual’s social and support network. Research suggests that 

25% of abuse is committed by family members and 15% by staff19, 50% of the perpetrators 

 
13 Mencap, Respond and VoiceUK (2001) Behind closed doors-preventing the sexual abuse of adults with a 
learning disability  
14 BBC Victoria Derbyshire programme freedom of information request May 2015 
15 Jon Blackburn, Head of Sexual Abuse programmes, NSPCC   
16 Freedom of information request made by the author June 2019 
17 Mencap. Behind closed doors-preventing the sexual abuse of adults with a learning disability 
18 Brown, Stein and Tusk, The Sexual Abuse of Adults with a Learning Disability: a Second Incidence Study. 
Mental Handicap Research 1995 
19 Cambridge et al 2011 Patterns of Risk in Adult Protection Referrals for Sexual Abuse and People with 
Intellectual Disability Journal of applied research in intellectual disability Vol 24, issue 2 
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are other people with a learning disability, but it has been noted that this is more likely to 

be reported than abuse by the other groups, due to surveillance by caregivers. 

This information along with the fact that most abusers are male (but women can be abusers 

too) should, therefore, inform the design and substance of any educational prevention 

strategy. 

Barriers 

People with a learning disability consistently let it be known that they want friendships, 

relationships and sometimes intimacy, like anyone else20. Equally, experts have asserted 

that the sexual needs of people with learning disabilities are the same as those of other 

human beings. Yet it is still common for people to face barriers and prejudices when seeking 

or embarking on relationships, based on a perceived view of their difference.  

These ableist, devaluing21 attitudes and values, have informed a culture which places 

restrictions and limits on the sexuality of individuals. Such disregard was seen at its most 

extreme in the widespread enforced sterilisation of people with learning disabilities, in both 

the U.K. and North America, up until as recently as the 1980s and ’90s. 

Barriers continue to exist within the institutions and practices upon which people depend, 

as well as attitudinally amongst staff, family members and the wider community.22 These 

impact significantly on people’s ability to develop and sustain intimate relations, but 

ultimately also increase their vulnerability. 

Many of the misconceptions about the sexuality of people with learning disability 

predispose them to sexual abuse. At one end of the spectrum, there is the belief that they 

are sexually innocent. Inherent to this belief is the view that adults with a learning disability 

have little or no understanding of their bodies, making them prime targets for those 

individuals who seek sexual gratification from the abusive act. 

The other end of the spectrum reflects the idea that individuals with disabilities are 

oversexed and uncontrolled. This misconception can be the result of displaying 

inappropriate sexual expressions or behaviours that make others feel uncomfortable. 

Reasons for the display of inappropriate behaviours may be the lack of information and 

education that people have about which behaviours are acceptable and which are not, and 

difficulties in making sense of messages portrayed in the media, particularly television 

programmes. 

  

 
20 Bates C, Terry L and Popple K (2016): Partner Selection for people with intellectual disabilities. Journal of 
applied research in intellectual disabilities 
21 Mackelprang, R. W. & Salsgiver, R. O. (Third Edition 2016). Disability: A Diversity Model Approach in Human 

Service Practice. Oxford University Press; New York, NY.) 
22  National Development team For Inclusion. The Right to a relationship. 2019 
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Possible reasons 

People with a learning disability can be vulnerable to sexual harm for several reasons. These 

may include that they:  

 have learned to comply with the wishes of others. This can make it easier for 

others to bribe, force or manipulate them  

 are socially isolated; have few friends and a limited social network 

 do not know about or understand their rights – especially the right to say “No”. 

 need personal and intimate care, which can reduce awareness of the right to 

privacy 

 have poor communication skills and lack the words or ability to tell others what 

is happening. If someone is unable to communicate effectively, any other 

indicator of abuse, such as changes in behaviour, might be misunderstood and 

regarded simply as part of their disability. 

 have low self-esteem and therefore lack power within relationships  

 depend on care staff and care services over long periods  

 do not possess the social awareness or education to detect or anticipate abusive 

situations  

 are afraid to challenge potentially abusive situations. Many people with a 

learning disability have been taught not to question authority figures, and worry 

that the perpetrator will get angry or that they will get into trouble if they refuse  

 do not have the capacity to consent to sexual relations, as is the case for some 

people with a severe learning disability 

 are afraid to report abuse after the event, although they recognise what has 

happened. Some people have communication difficulties. Others feel that 

nobody will believe them. Some people have feelings of guilt or shame that 

prevent them reporting abuse. Others feel that there is nobody to whom they 

can complain (especially if the perpetrator is a figure of authority). 

 have limited opportunities to develop intimate relationships 
 feel valued within abusive relationships and may not perceive such relationships 

as abusive. 
 find it difficult to assert their own opinions and they may give in to the 

suggestions or directions given by others, particularly when expressing their 
sexuality23. 

 have limited sexual knowledge in the areas of consent and what constitutes 
appropriate sexual contact, therefore be unable to recognise after the event that 
abuse has taken place24. 

 are highly dependent on family members and service providers to teach them 
how to appropriately express their sexuality, which is a critical aspect of social 
competence. 

 
23 Hayashi, M., Arakida, M., & Ohashi, K. (2011). The effectiveness of a sex education program facilitating social 

skills for people with intellectual disability in Japan. Journal of Intellectual & Developmental Disability. 
24 Galea, Butler, & Iacono, 2004; Gust et al., (2004). The assessment of sexual knowledge in people with 
intellectual disability. Journal of Intellectual & Developmental Disability, 29(4) 
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Many of these factors relating to an individual’s disability, of themselves, do not make a 

person vulnerable. It is other issues in the environments, relationships and cultures of their 

communities which can contribute more significantly to how vulnerable people are to 

abuse. 

Dave Hingsburger25 has conceptualised this as a ‘prison of protection’, in which individuals 

are denied the chance to have romantic relationships, decisions are made for them by 

people in positions of power, sex education or information is denied and fear of strangers is 

engendered. Far from keeping people safe, this stance serves to increase vulnerability and 

expose individuals to greater risk. The protection creates isolation, disempowerment and 

ignorance. 

All of the issues highlighted in the list of risk factors can be changed, since we know that, 

with the right approach, people with a learning disability can learn new skills. History has 

also taught us that it is possible to change the way we view, support and enable them. 

Hingsburger proposed a contrary concept described as the ‘Ring of Safety’, an alternative 

approach geared at providing individuals with the ability to either repel unwanted advances 

or to report advances immediately upon occurrence. The aim is to give people a set of skills 

so that they can be “their own first line of defence”. 

 
25 Hingsburger D: Just Say Know 1994 

Vulnerability 
Protect from Sexual Information 

Protect from Relationships Protect from Decision 

Protect from Society 

The Prison of Protection 
adapted from Dave Hingsburger 1992 

 

“When people with disabilities are denied access to sex education, they become perfect 

victims, because they can’t report what they can’t say” Dave Hingsburger 
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Prevention 

Disability and safeguarding researchers are united in emphasising the importance of 

prevention in addressing abuse. Prevention recognises that stopping harm is a complex 

matter, that requires a multi-layered approach. Concerning sexual wellbeing, prevention 

means creating healthy and safe circumstances and behaviours to prevent sexual abuse, 

before it takes place.  

Socio-ecological perspectives identify the interplay between the individual, relationship, 

environmental and societal contributors to sexual abuse, recognising that each factor 

influences the other. 

This study focusses chiefly at the individual and relational levels, examining strategies that 

aim to promote personal attitudes, beliefs, and behaviours that prevent violence. However, 

the efficacy of this inter-related model was to become increasingly clear as the links 

between environmental culture and the embedding of learning opportunities emerged. 

The spotlight here is on potential victims, although it is recognised that some of the 

measures observed could also be impactful for potential perpetrators, who may also have a 

learning disability. 

It is further informed by the pyramid model, commonly utilised in public health, which 

addresses prevention at 3 levels: primary, secondary and tertiary measures, with primary 

prevention, as adopted herein, being described as ‘action that takes place before harm has 

occurred; it’s purpose being to stop abuse from happening in the first place’26 

 
26 ENABLE Scotland Unlocking sexual abuse and learning disabilities 2019. 
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The intersection of the socio-ecological and primary prevention models gives credence and 

direction to interventions, of the types observed, that provide the information, support, 

skills and knowledge necessary to enable people to avoid unhealthy situations and to forge 

positive relationships. Relevant examples of primary interventions are: 

 Educating/empowering people with learning disabilities - e.g. sexuality education; 
communications skills training; self-esteem building 

 Providing supports to family caregivers 
 Providing adequate training, support, and supervision for paid caregivers 

 

  

 
https://www.bava.org.uk/wp-content/uploads/enable_abusebooklet_handbook.pdf 

The three-tier public health model of prevention 

 

https://www.bava.org.uk/wp-content/uploads/enable_abusebooklet_handbook.pdf
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6.1 Social Care Prevention and Safeguarding 

In talking to people at the host organisations, I found many similarities between my 

experiences and those of North American colleagues, particularly around the barriers and 

frustrations connected to social care and support for intimacy. Each country has, in the 

main, moved to providing support for people with a learning disability in the community, 

going away from the institutionalised, medical models previously adopted. Whilst the final 

long-stay hospital was closed in England in 2009, there are still some large institutions 

operating in areas of Canada and the United States. I witnessed rejoicing when the last 

institution in Saskatchewan, Valley View, closed its doors during my visit to the Province. 

Greater opportunities for inclusion in the community have not, however, opened up the 

doors to relationships, in the way that pioneers, such as Ann Craft in the UK and Dick Sobsey 

in Canada, would have hoped. In fact, spokespeople on both sides of the Atlantic remain 

exasperated by the association between fear, embarrassment, sexuality and learning 

disability. 

Whether it’s by directive, ideology or inclination I met people who were interested and 

willing to shatter what has been called ‘the last taboo’ in social care. People were hugely 

motivated by an individualised approach to support and showed a keenness to practice 

person-centred approaches, perhaps even more so than is now apparent in the U.K. There 

was also a notable focus on raising awareness about sexual abuse in the disability 

community and making bold attempts to stop it from happening. 

Prevention and social care 

It proved important to identify the similarities and differences between the social care 

system in England and those of the two countries visited, as a means of considering the 

application and transferability of observed practices. People were very helpful in explaining 

6. DISCOVERY 

1 
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the political, economic, social, cultural and sometimes religious influences on service 

provision. A distilled overview, based on those conversations is presented here. 

England, Canada and America share a social care market economy, in which government 

departments are responsible for commissioning and service contracts, rather than direct 

provision. In America, there is however a significant second-tier system, paid for by families 

through personal or insurance means, echoing older people’s services in England. Whilst 

central government has less influence in North America, many of the structural and process 

issues are transferrable, though the resources available to deliver services vary widely. 

Rationing of available support is a significant issue in a number of States and Provinces, with 

thousands of people being on a waiting list for supported accommodation in some areas. A 

statistic that made me relatively appreciative of our albeit squeezed English care system. 

Prevention in England 

The concept of prevention is enshrined in the English Care Act 2014, the legislation that 

governs social care service delivery here. Care Act statutory guidance states: 

‘…it is vital that the care and support system intervenes early to support individuals, helps 

people retain or regain their skills and confidence, and prevents need or delays deterioration 

wherever possible’.27’ 

Whilst the Act does not provide a definitive definition or list of suggested preventative 

measures, it does refer to the provision of information, knowledge and skills training for 

carers, promotion of healthy lifestyles and reduction of loneliness and isolation; all factors 

that are known to help in the development of safe intimate relationships. 

Nevertheless, a study by the British Red Cross28 found that while local authorities across 

England have made efforts to implement preventative services and identifies examples of 

innovation and good practice, the Care Act’s vision for prevention is not being fully realised. 

This is no doubt due to increasingly restricted budgets and an emphasis on providing only 

essential, crisis services. Such practice takes no account of the fact that prevention can be 

one way of easing the pressures. As the report urges: 

It pays to spend on prevention. ‘Investing in preventing minor situations escalating into 

crises is more cost-effective than picking up the pieces.’ 

Safeguarding in England 

The Care Act also outlines the local authorities’ responsibility for safeguarding adults at risk 

of abuse or neglect. One of the six principles of safeguarding is recorded as being 

prevention, on the basis that ‘it is better to take action before harm occurs’. In this context 

safeguarding is defined as protecting an adult’s right to live in safety, free from abuse and 

neglect. It is about people and organisations working together to prevent and stop both the 

 
27 https://www.gov.uk/government/publications/care-act-statutory-guidance/care-and-support-statutory-
guidance#chapter-2  
28 Field Olivia. Prevention in action: how prevention and integration are being understood and prioritised 
locally in England. British red Cross 2017 

https://www.gov.uk/government/publications/care-act-statutory-guidance/care-and-support-statutory-guidance#chapter-2
https://www.gov.uk/government/publications/care-act-statutory-guidance/care-and-support-statutory-guidance#chapter-2
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risks and experience of abuse or neglect, while at the same time making sure that the 

adult’s wellbeing is promoted. 

Though there have been significant improvements in adult safeguarding practices since the 

Care Act was introduced, as the result of the introduction of Adult Safeguarding Boards and 

improved multidisciplinary working29, there remains a culture of reactive, rather than pro-

active safeguarding. This is particularly apparent in the field of learning disability, where on 

the one hand a safety imperative can lead to overprotection and on the other blatantly 

unsafe systems go unchecked, as in the cases of Whorlton Hall and Winterbourne View30. 

With sexual abuse, despite the rhetoric around positive prevention, local authorities do little 

to support or facilitate the learning of sexual safety skills before incidents or issues are 

raised. 

Even when practitioners are dealing with the assessment of an individual’s capacity to 

consent to sexual relationships under the Mental Capacity Act 2005, considerations of 

information, training and skills development are not always foremost as solutions to deficits 

in understanding, even though many adults with a learning disability are known to have had 

limited access to formal sex education. 

Safeguarding in North America 

In Canada and America, adult protection is primarily addressed at the provincial and state 

level and the various jurisdictions have taken different approaches to address the problem 

of adult abuse and neglect. This results in multifarious policies and practices, only a few of 

which will be mentioned here.  For instance, some of the legislation is tailored only to 

people living in care situations, as in Alberta’s Protection for Persons in Care Act 2010, whilst 

others are disability specific. 

In Saskatchewan there is a recognition at a strategic level that ‘Improving prevention and 

the responses to violence, abuse and neglect will help people experiencing disability to live 

safely in their communities31’, this is reflected in the operational policies of providers that I 

visited. One in particular- Creative Options Regina, was involved in a working group to 

design an abuse prevention strategy and training materials for people who use services and 

their staff. This policy signifies the importance placed on prevention by the government and 

its contractors32.  

Community Living British Columbia is a designated reporting agency under British 

Columbia’s Adult Guardianship Act. As an organisation responsible for arranging supports 

 
29 Bruin C and Cooper A. Adult safeguarding and the Care Act (2014) – the impacts on partnerships and 
practice. The journal of adult protection August 2017 
3030 https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-
and-response, https://www.theguardian.com/society/2019/may/22/secret-filming-whorlton-hall-bbc-
panorama-abuse-of-disabled-and-autistic-patients 
31 Government of Saskatchewan People before systems 2015 
32 COR Participant abuse policy 2009 

https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
https://www.gov.uk/government/publications/winterbourne-view-hospital-department-of-health-review-and-response
https://www.theguardian.com/society/2019/may/22/secret-filming-whorlton-hall-bbc-panorama-abuse-of-disabled-and-autistic-patients
https://www.theguardian.com/society/2019/may/22/secret-filming-whorlton-hall-bbc-panorama-abuse-of-disabled-and-autistic-patients
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and services to adults with developmental disabilities and their families, they are also  

delegated responsibility to respond to and investigate situations involving allegations of 

abuse, neglect or self-neglect of adults with developmental disabilities. 

 

 

 

 

 

CLBC has produced a number of interesting and helpful guidance documents on 

vulnerability and staying safe for the people they serve, with the help of Aaron Johannes, 

who I met with self-advocate, Barb Goode, whilst in Vancouver. Aaron is an amazing graphic 

facilitator, person-centred planner and advocacy ally33. 

These show a very different approach to safeguarding than that which prevails in England. 

Safeguards are seen as actions and approaches that are done on purpose to help reduce the 

risk of harm and contribute to overall wellbeing. Actions that the individual can be in control 

of, given the correct information. 

There is also an emphasis on promoting rights and planning for safety, rather than managing 

risk, alongside a recognition that several quality of life determinants can impact on personal 

safety, as described here: 

The VERA Institute (Center on Victimisation and Safety) in the USA, within the Department 

of Justice, has the role of addressing the victimization and justice needs of people with 

disabilities and deaf people. It’s stated aim is to ‘raise awareness, as well as convene and 

engage all people, organizations, and communities, creating a strong, diverse, inclusive and 
 

33 Johannes A: Imagineacircle.com 

CLBC’s leaflets, illustrated by Aaron Johannes 

“The things that can keep people safe are really the same things that are needed to 

have a good life – caring relationships, opportunities for participation, and power over 

the conditions of your daily life” 

Michael Kendrick - CLBC website 

https://imagineacircle.com/
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engaged network dedicated to ending abuse of people with disabilities and deaf people’. 

Some of the projects that I visited are funded through their grant programme, which also 

affords opportunities to identify impactful practice, share ideas and collectively campaign 

for change. For instance, Green Mountain Self Advocates in Vermont received a grant to 

produce policies and procedures for recognising and responding to domestic and sexual 

violence, with a Peer to Peer Guide on the same subject34. 

Placing this issue within the remit of the criminal justice system is highly pertinent given that 

interventions are likely to reduce criminal activity. Additionally, the positioning increases the 

topics status and opportunity to be heard at the federal level. 

VERA’s ‘End Abuse of People with a Disabilities’ campaign website35 includes research 

evidence that identifies the extent of the problem, offers some solutions, provides training 

materials and includes regular news updates. This suggests that policymakers, practitioners, 

and other personnel in the crime victims, criminal justice, and disability fields can take 

simple steps to help address the abuse of people with disabilities. These are some of the 

practical ideas given to help people quickly implement promising solutions in their work: 

 
34 https://www.endabusepwd.org/publications/gmsa-peer-to-peer-guide/ 
35 https://www.endabusepwd.org/ 

Green Mountain Self Advocates have a 

clear message about abuse 

GMSA’s peer to peer 

guide 

https://www.endabusepwd.org/publications/gmsa-peer-to-peer-guide/
https://www.endabusepwd.org/
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CASE STUDY: Disabled Persons Protection Commission, Massachusetts 

In the U.S. State of Massachusetts responsibility for the safety of vulnerable people who have a 

learning disability rests with the specialist agency - Disabled Persons Protection Commission. The 

DPPC clearly defines prevention, at primary, secondary and tertiary levels as one of its key 

responsibilities, in collaboration with service providers. Prevention is seen as “Any action taken to 

prevent abuse or neglect from occurring …or, any action taken to protect the individual from risk of 

further abuse, once it has already occurred.” To fulfil this obligation, there is a staffed abuse 

prevention unit, who use education and awareness as primary tools in their efforts to stop the 

abuse. This involves a responsibility to provide training for staff, people who use services and related 

personnel. In 2017/18 the commission trained:  905 direct care staff, 715 persons with disabilities, 

1,048 law enforcement officers and 265 medical personnel. Some of the sexual abuse training was 

provided in conjunction with the Department of Developmental Services. 

The organisation also defines abuse prevention as a ‘mindset’ - a mental attitude or disposition that 

predetermines a person's response to and interpretation of situations. Adding,’ It is important that 

service providing agencies and others caring for persons with disabilities adopt an abuse prevention 

mindset, to be effective in preventing abuse and neglect from occurring within their programs. Every 

person involved in caring for an individual with a disability performs an important role in keeping 

that person safe.’ The idea of a safeguarding mentality was also present in the British Columbian 

organisations, described there as ‘people thinking about safeguards in every aspect of things that 

they do’36. This immersive approach seems to turn ‘safeguarding’ on its head, changing the focus 

from protection to enabling, from dealing with negative outcomes to tackling the problem, so that 

something to be scared of becomes an opportunity to facilitate a more fulfilled life.  

The Commonwealth of Massachusetts also ran a sexual violence and abuse prevention campaign 

targeted at young people, which as the poster below shows, was giving the clear message that this 

applied equally to people with a disability. 

                      

 

 

 
36    https://www.communitylivingbc.ca/resources/safeguards-resources/clbcs-role-in-safeguards/ 
 

https://www.communitylivingbc.ca/resources/safeguards-resources/clbcs-role-in-safeguards/
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Key learning points-safeguarding: 

 Consideration should be given to supporting the development of a service-wide 

practitioner ‘safeguarding mindset’, that permeates all support activities, in 

preference to a crisis-driven responsive approach. 

 Proactive safety planning, rather than reactive risk assessment, can make a positive 

contribution to social care planning processes, such as care and support planning. 

 The words that we use and how we frame the activities designed to support harm 

reduction can impact on the associated responses.  

 An empowering approach, designed to support people to be in control of their own 

safety, with the benefit of natural supports, has many advantages. This is enhanced 

by materials that are accessible and written in plain English.  

 Information, knowledge and skills development are relevant to all aspects of abuse, 

not just sexual abuse. Agencies responsible for supporting people who are 

vulnerable to abuse should have the skills to deliver safety training opportunities or 

work with partners to do so. 

 There are advantages to be gained in engaging with the criminal justice system about 

matters of sexual abuse prevention. Notwithstanding the potential reduction in 

offending behaviours, this sector may have significant influence and connections. 

 Safeguarding departments should consider initiating sexual abuse prevention 

campaigns, that include images of people with a disability. Social media is a good 

source of promotion and publicity. 
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6.2 Training - Methods 

Guidance 

The quality of training can be significantly impacted by the methods 

used and the theoretical constructs applied by trainers in their work. 

When interviewing hosts, I was therefore curious to understand what 

had influenced their practice; to see how this contrasted with my own 

and those of colleagues at home. 

In America, Canada and England there are guidelines for sex educators, 

providing a methodological and message framework for practitioners. 

These predominantly focus on the needs of children and young people, but in the absence 

of a specific adult version, they tend to be adopted by all age educators. 

In the USA guidance written by SIECUS37 (Sexuality Information and Education Council of the 

United States) is entitled Guidelines for Comprehensive Sexuality Education, the Canadian  

 

equivalent, SIECCAN38 has produced the Canadian Guidelines for Sexual Health Education. 

The nearest we have in the UK is the Department of Health’s ‘Recommended Quality 

Standards for Sexual Health Training’. Also, the Department of Education’s new curriculum 

 
37 https://siecus.org/wp-content/uploads/2018/07/Guidelines-CSE.pdf 
38 http://sieccan.org/wp-content/uploads/2019/08/Canadian-Guidelines-for-Sexual-Health-Education.pdf 

2 

https://siecus.org/wp-content/uploads/2018/07/Guidelines-CSE.pdf
http://sieccan.org/wp-content/uploads/2019/08/Canadian-Guidelines-for-Sexual-Health-Education.pdf
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guidance for mandatory school sex and relationships teaching will be in force from 

September 2020. 

Inclusion 
Whilst the Department of Health document makes few explicit references to the needs of 

people with disabilities, it does suggest that no-one should be excluded from sexual health 

training opportunities, frequently using the term ‘everyone’ and making reference to equal 

rights and health inequalities. There is also a note that training should equip participants to 

work with diverse groups and individuals. However, discussion about the relevant 

accommodations or reasonable adjustments that would assist the inclusion of people with a 

learning disability are missing. 

For school-age pupils, the Department of Education Guidance on Relationships and Sex 

Education (2019), has a section devoted to special educational needs and disabilities. 

This makes the point that high-quality teaching that is differentiated and personalised 

should be the starting point to ensure that the curriculum is accessible for all. The 

curriculum links to safeguarding children principles, including healthy relationships, consent, 

boundaries and on-line relationships in its content, with a recognition that special education 

needs pupils might be more vulnerable to exploitation. Although specific methods are not 

suggested, the guidance recommends that: 

‘there may be a need to tailor content and teaching to meet the specific needs of pupils at 

different developmental stages………….schools should ensure that their teaching is sensitive, 

age-appropriate, developmentally appropriate and delivered with reference to the law.’ 

Inclusion is a feature of the American guidance, reflected in the statement “All children and 

youth will benefit from comprehensive sexuality education regardless of gender, sexual 

orientation, ethnicity, socio-economic status, or disability”. Adding that, “programs and 

materials should be adapted to reflect the specific issues and concerns of the community, as 

well as any special needs of the learners”. 

The Canadian document also has a clear inclusion focus, stating that comprehensive sexual 

health should be accessible to people of all abilities and that this will be achieved by 

programs being designed and taught in ways that respectfully address the learning needs of 

the specific audience. 

Teaching Frameworks 

Most of the people that I visited identified training methodologies with which I was familiar, 

including cognitive behavioural approaches, counselling and motivational interviewing, 

alongside some theories with which I was less acquainted, such as Howard Gardner’s 

Multiple Intelligences Theory39. However, there were two standout frameworks which were 

new to me and had particular resonance:   

Information-Motivation-Behaviour Model 

SEICUS does not recommend a particular theoretical model but does suggest using a variety 

 
39 Gardner H Multiple Intelligences: New Horizons in Theory and Practice 2006 Basic Books 
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of teaching methods that allow students to gain knowledge, acquire skills, and explore their 

own values. 

In contrast, the Canadian Guidelines for Sexual Health Education (SIECCAN) are more 

specific about approaches and methodology, in particular identifying the Information, 

Motivation, Behavioural Skills model as an evidence-based approach to effective sex 

education. This was frequently referred to by interviewees in Canada and was demonstrated 

in the training provided. 

The IMB model specifies that for sexual health education to be effective it must:  

1. provide information that is directly relevant to sexual health and wellbeing e.g. The 

elements of a healthy relationship 

2. develop the motivational factors (individual attitudes/social norms) that influence 

sexually healthy behaviours 

3. include ideas and beliefs about sexual rights and responsibilities 

4. teach the specific behavioural skills that are needed to protect and enhance sexual 

health and well-being (Figure 1). e.g. How to be assertive and communicate ‘No’ 

 

Research40 has shown that the IMB model is successful in predicting diverse sex-related 

preventive practices across populations at risk. Moreover, intervention research based on 

this model has produced significant and sustained reductions in sex-related risk behaviours 

over time and across populations. It is for these reasons that the IMB model appears to 

researchers as a sound conceptual and practical basis for the development of a theoretically 

based approach to sex education. 

 

Importantly, the IMB Model highlights the importance of focusing on skill-building as well as 

knowledge. Skill-building is an important aspect of sexual health education for individuals 

with learning disabilities as they may otherwise have difficulty putting knowledge into 

practice without explicit instruction on how to do so.  

This element is essential because knowing how to perform the appropriate behaviour does 

not necessarily lead to implementing the correct behaviour, and correct behaviour 

 
40 Dilana Schaafsma, Gerjo Kok, Joke M. T. Stoffelen, and Leopold M. G. Curfs. Identifying Effective Methods for 
Teaching Sex Education to Individuals with Intellectual Disabilities: A Systematic Review  
Journal of sex research. 2015 May 4; 52(4): 412–432 

Figure 1: IMB model 
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performed during role-play does not necessarily generalize to correct behaviour in real-life. 

Thus, highlighting the need to supplement training, with the pursuit of active opportunities, 

provided by equally well-trained support staff. 

Margaret Newbury-Jones from SHADE, along with other interviewees said that she would 

supplement her classroom training with ‘guided practice’, in real-life situations, for example 

when going out for meals, to a pub or a night club. They recognised the importance of 

prompting individuals to rehearse and repeat the behaviour several times, discussing the 

experience, and offering positive feedback. 

Trauma-informed sex education 

This was the most universally referenced foundation for sexuality training that I heard about 

on my travels and it is the one that provides the greatest potential for change in the English 

context. 

The concept of trauma-informed care has been adopted in many learning disability support 

services across America and Canada. The next step has been for these organisations to apply 

the principles to sex education. 

The basis is an understanding of the widespread impact of trauma in the lives of adults with 

a learning disability. It seeks to actively resist re-traumatisation by introducing measures 

into the learning environment that promote safety and equity. 

I learned about the theoretical perspective whilst attending Elevatus training but also heard 

about its application from other people that I met. It resonated with my own training and 

clinical experiences, during which people have both verbalised abusive experiences and 

shown signs of the fear and anxiety associated with them. Whilst I had always tried to be 

sensitive and vigilant in these circumstances, information about trauma informed practice 

offered an innovative, structured approach, which I instinctively knew would enhance my 

work and that of colleagues. 

A summary of the six principles of a trauma-informed training environment is provided here, 

with observed practice examples:  

PRINCIPLE FEATURES OBSERVED PRACTICE 

SAFETY Creating a learning 
environment that is non-
judgemental, accepting and 
open.  
Ensuring sensitive use of 
non-shaming, inclusive 
language.  
Availability of support 
should a participant make a 
disclosure. 

REAL TALK checks in with 
participants after the events 
to discuss any concerns. 
Also, they keep in touch 
with supporters following a 
disclosure.  
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PRINCIPLE FEATURES OBSERVED PRACTICE 

TRUST Involving participants in 
decision making, providing 
information about 
upcoming course content 
and process, reference to 
sensitive, potential trigger 
factors. Open to 
questioning, but honest 
about not having all the 
answers. 

Green Mountain Self 
Advocates training sessions 
include a regular review of 
content being taught and 
details of what is coming 
next 

PEER SUPPORT Seeking opinions and 
experiences. Involving 
everyone in course tasks. 
Feelings/impact check-ins. 
Sharing anonymous stories 
of trauma and hope 

The Relationships Group 
activities are designed by 
self -advocates with the use 
of dramatic reconstruction 
representative of their lived 
experience 

COLLABORATION Recognising that trauma is 
linked to loss of power, 
involving people with a 
learning disability in design 
and delivery, use of an 
anonymous question box, 
engaging all participants in 
the conversation 

Right2Love’s approach is to 
work together with the 
members to create video’s 
and campaigning resources 
to change ideas about 
disability and relationships 

EMPOWERMENT Empowerment-teaching 
sexual self-advocacy skills, 
providing opportunities for 
speaking up and building 
confidence, use of 
interactive activities, such as 
role-play. Include 
assertiveness and consent 

Elevatus has incorporated 
opportunities for speaking 
up and building confidence 
at every level of the 
curriculum 

CULTURAL, HISTORICAL, 
GENDER 

Recognises the barriers and 
discrimination that people 
have faced in expressing 
their sexuality, as a 
community and individually, 
provides space for people to 
tell their story. 
 

Lee Murray’s training is 
highly sensitive to the 
negative sexual experiences 
that people may have had, 
teaching ways of avoiding, 
recognising and reporting 
potentially abusive 
situations 
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Integrating responsive approaches to the impact of trauma into sex education programmes 

has been shown to promote lifelong sexual health and wellbeing for individuals who have 

adverse life experiences. Such an approach takes into consideration all of the challenges 

that can impede optimum sexual decision making. It also examines how sexual health can 

enhance a meaningful and productive life through the development and maintenance of 

intimate relationships and effective communication.  

 

With great sensitivity, the trainers that I met articulated the application and importance of 

trauma-informed sex education in the field of learning disability. They gave examples of the 

impact of negative experiences on people’s lives, stressing the need to mitigate against 

training experiences causing further harm from re-experiencing of symptoms and emotions 

from previous trauma.  Conversely, attention to environmental and psychological setting 

conditions are shown to provide optimal sexual health learning opportunities.  

Key learning points 

 Central Government has an important role to play in directing and influencing sexual 

health education practice. Generic guidance and policy relating to sexual health 

should clearly state that it applies to people with a learning disability and that in line 

with human rights and equality legislation accommodations will be made to support 

accessibility. 

 The IMB model is an evidence-based approach to the delivery of sex education, 

which has been applied positively to the education of adults with a learning disability 

in Canada. I will apply it in the development and delivery of my training from now 

on. 

 Trauma informed sex education offers an approach that is mindful of the negative, 

discriminatory messages that many people with a learning disability have 

experienced previously. It provides a formalised opportunity to redress the balance 

by providing a nurturing learning environment 
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6.3 Training – Resources 

 

 

 

 

 

 
 

People with a learning disability require information and education provision in a manner 

appropriate to their needs. This demands a range of resources, that do not rely 

predominantly on literacy skills and take a spectrum of communication methods into 

account. Finding the right sex educational resources to meet individual needs can be 

challenging. This is particularly so when people use alternative and augmentative means of 

communication (AAC)41. 

 

An exploration with organisations visited found that a number were utilising Boardmaker 

graphics to address the issue and to aid interactions about sex and relationships. This 

specialist picture vocabulary was developed in Canada to support communication for non-

speaking people. It is now inclusive of pictures about relationships and sexuality, which can 

be used to create teaching programmes or social stories. Social stories use sequenced 

pictures to describe social situations specific to individuals and circumstances while 

promoting self-awareness, self-calming, and self-management. 

 

Educational resources, such as Boardmaker, which have embraced the topics of 

relationships, sexuality and sexual abuse, have been shown to allow a person who is an AAC 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
41 B.Collier, D.McGhie-Richmond, F.Odette, J.Pyne Reducing the risk of sexual abuse for people who use 
augmentative and alternative communication.2006 AAC journal March 

Boardmaker 
An example of a social story 

using Boardmaker  

3 
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user to communicate about, question, and understand healthy sexuality. This, in turn, helps 

to identify and stop sexual assault.42  

A number of other organisations used graphic facilitation; clear artistic impressions, to 

denote and explain complex or difficult concepts. There is no one solution to making 

information accessible to everyone, a range of options is needed that account for an 

individual’s unique means of communication. In my hosts, I found a solution focussed 

willingness to address accessibility, using physical and electronic means to support learning.  

 

The top five observed resources were: 

  

The Circles Curriculum devised by Marklyn 

Champagne, is a programme that teaches 

social distance and levels of intimacy 

through the use of six color-coded 

concentric circles. It includes abuse 

prevention techniques and how to identify 

signs of abuse such as exploitation and 

inappropriate touch. A new component 

called Stop Abuse, includes recognising and 

reacting to abusive situations and learning 

appropriate protective behaviours. I found that the programme, which is available to purchase in a 

number of formats, including video and an app, is widely used in the USA and Canada, to teach and 

reinforce safe boundary setting. 

 

Tell it like it is - Saskatoon44 

This is a web-based curriculum, consisting of 

nine interactive modules about relationships 

issues, including one about touch, 

boundaries, abuse, rights, and exploring 

trust. Each unit is accompanied by a relevant 

popular song recording, e.g. Personal 

space/consent-Green Light by John Legend, 

with clear directions, activities, materials 

needed and scenarios to be used in role-play situations. Whilst the music might become quickly out 

of date, the programme will undoubtedly endure.   

Michael Lavis, Director of COR, one of the founding organisations said “It has been our experience 

that when health education like Tell It Like It Is! is provided participants experience positive 

outcomes  such as identifying healthy relationships, having the capacity to make informed decisions, 

and have fewer vulnerabilities to abuse” 

 
42 http://www.spectronics.com.au/downloads/faqs/About_CAS.pdf 
43 https://stanfield.com/product/circles-curriculum-bundle-w1004-38/ 
44 http://nevertmi.ca/ 

https://stanfield.com/product/circles-curriculum-bundle-w1004-38/
http://nevertmi.ca/
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SAFE45 

The SAFE (Safety Awareness for Empowerment) written training 

pack, which I was able to peruse at Sunnyhill Library is one of a 

number of initiatives that focus solely on teaching people with a 

learning disability about abuse prevention. It is an eight- module 

curriculum designed to teach self-care and safety skills with 

cognitive disabilities. The guide provides all the materials 

required by a facilitator including handouts, PowerPoint slides, 

graphics and a board game. This is a freely available resource, 

which is adapted to the needs of people with moderate learning 

disabilities, but would still benefit from the addition of 

augmentative communication means to make it accessible to all

TASCC in Calgary provides several web-

based interactive resources of benefit to 

self- advocates, family members and 

professionals, based on practical tips and 

strategies. They state that the aim of the 

website is to provide information that can 

be used with any young person with a 

disability, whatever the level of their 

impairment. 

The ‘sexuality wheel’ is utilised as a focus 

for describing the key elements of a healthy 

relationship. 

Other programmes observed, such as the 

Relationships Group in Toronto,  utilised this 

same model as a basis for a full training 

programme. This assists in teaching the 

principles of sexual wellbeing. 

 

 

 

 

 

 

 
45 https://www2.waisman.wisc.edu/cedd/pdfs/products/health/SAFE.pdf 
46 https://www.tasccalberta.com/sexuality-and-disability/#disabilities_navigating 

https://www2.waisman.wisc.edu/cedd/pdfs/products/health/SAFE.pdf
https://www.tasccalberta.com/sexuality-and-disability/#disabilities_navigating
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Shore Centre, Kitchener47 

 

At the SHORE Centre, I saw some fantastic hands-on teaching resources, such as a 3D printed clitoris, 

which had been created at the local library and lifelike penis and vagina models. The concrete and 

practical nature of these learning aids have proved invaluable in the work that they do with people 

who have a learning disability. To assist educators and learners the SHORE website provides 

demonstrations of these resources, with some associated educational games and exercises. Many 

use pictures of real items, which could also be substituted by the actual object. The SexAbility 

programme run by this sexual health organisation utilises a spectrum of creative resources, which 

the staff generously share through their website.  

 

  

 
47 https://www.shorecentre.ca/dd/ 

https://www.shorecentre.ca/dd/
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6.4 Training - Creative Approaches 

Learning about creative means that have been found to capture people’s sexual expression 

and how these have been used to promote awareness-raising was an inspiring aspect of the 

project. The use of multi-media applications in education is becoming commonplace, 

particularly relevant where people use alternative and augmentative means of 

communication. My visits revealed arts-based interventions being used in new and 

expansive ways. 

The following pages give illustrations of six of the best: 

1: Consent framework 

At the Center for Sexual Health in Calgary, I learned about the simple, but effective Head, Heart, 

Body framework for having discussions about consent.  

Understanding consent is particularly important in the context of sexual safety for all citizens. For 

adults with a learning disability, there may be an additional legal requirement for understanding 

concerning capacity to consent. Therefore, any instrument that assists and enhances individuals’ 

ability to make a decision is a welcome addition to an educator’s toolbox. 

The Head, Heart, Body framework is a graphic illustration of the evidence-based theory that the  

4 
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1. Consent framework (continued) 
decision-making process involves cognition, emotion and intuition. For each aspect prompt 

questions are supplied, which support the development of well-considered decisions about sexual 

activity. 

The pictorial representation offers scope, once taught for repetitious use in several teaching 

scenarios, particularly with discussion and problem solving  

 

The Right2Love in Calgary and Lethbridge are groups of self-advocates with a learning disability who 

work alongside sexual health services to speak out about their right to sexual expression, sexual 

health and sex education. They describe themselves as a group of people with disabilities who want 

to change attitudes, bring talking about healthy sexuality into the everyday world and celebrate their 

own sexuality, focussing attention on their right to love. 

 

The group, who meet monthly, have created films that depict their personal stories, as well as issues 

that they wish to highlight or challenge. These are then shared in various public and professionally 

related settings, to influence people’s attitudes and assumptions about disability and sexuality. 

This approach, known as participatory video, is an arts-based method involving community members 

collaboratively creating videos about topics and issues that are important to them. It is particularly 

important to the self-advocacy movement, as a means of influencing policymakers and contributing 

to individual and group empowerment49. The benefit for people with a learning disability is that this 

method does not rely heavily on reading and writing skills.  

 

A recently produced film entitled ‘The Footmaid’s Tale50’, loosely based on Margaret Atwood’s ‘The 

Handmaid’s Tale’, is an evocative representation of a rule-bound, oppressive system that restricts 

sexual opportunities. Ultimately, the piece portrays people with a learning disability, subjugating the 

restrictive regime by assertive individualistic actions, a process described by one commentator as 

‘disrupting colonial voice through reclaiming histories and challenging hegemonic messaging through 

self- representation’ 

This and other similar examples witnessed, show the liberating power of film-based storytelling, its 

link with the sexual self-advocacy movement and endless possibilities as a vehicle for change. 

 

 

 
48 https://cic.arts.ubc.ca/sex-lies-and-citizenship/ 
49 see K.Sitter. Disability, Sexual Health and Participatory Video, School of Social Work, Memorial University 
50 The Footmaid’s Tale https://www.youtube.com/watch?v=R3ZZSu0bPmM 

 

 

https://cic.arts.ubc.ca/sex-lies-and-citizenship/
https://www.youtube.com/watch?v=R3ZZSu0bPmM
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3. Forum Theatre 

 

When I visited Rachelle Hole at the University of British 

Columbia in Kelowna, she told me about the Sex, Lies and 

Citizenship project that she runs. This is a participatory 

theatre project focused on improving sexual health 

knowledge and positive sexuality among self- advocates. 

It was based on a research study by the Centre for 

Inclusion and Citizenship which found, once again, that 

self- advocates want open dialogue and information 

about how to form healthy relationships. 

The project used self-advocates ideas and experiences, in 

collaboration with researchers and actors to formulate 

the script for a play. 

It involved support for people to develop acting skills, 

alongside thinking together about key topics and issues 

they wanted to address. In the production phase, 

students and theatre professionals worked with the self-

advocates to develop the theatre piece and mentored 

the actors and technicians involved. 

 

 

 

The performance called ‘Romance, Relationships 

and Rights’, epitomised the importance attached 

to these three areas of life by the participants. 

The video clips that I saw were a poignant 

reminder of the barriers people face, but also 

positive in their acting out of more positive 

solutions. This kind of learning appears both 

cathartic for those involved and enriching for the 

audience. Whilst it was targeted at the general 

public, the messages would be particularly 

pertinent for other self- advocates and people 

who provide support.  

 

 

 

 

  

Rachelle Hole and Margaret 

Newbury-Jones, University of 

British Columbia, Kelowna 
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REAL TALK in Vancouver produces a range of videos about which they use to facilitate discussions 

about sexuality-related topics. These feature group members and 

facilitators having ordinary chats about quite sensitive issues. This 

audio-visual process means that the resources are very accessible, 

with augmentation by a deaf signer at the events. The REAL TALK 

website has a catalogue of videos that have been used at their pizza 

parties so that anyone attending an event can review their learning, 

but they are also freely available for others to use as an educational 

resource alongside explanatory pictorial leaflets to accompany each 

topic. 

REAL TALK also provide information in comic strip format, written 

around particular relatable characters, for instance, James has 

cerebral palsy, Dee has autism and Jessica has William’s Syndrome, discussing their needs and 

experiences in exploring relationships.  

These resources are engaging and modern, reflecting the target audiences’ experiences and 

addressing the topics that are important to them, in a unique, innovative style. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

The author with John Woods from 

Real Talk 

‘There are reasons for this risk and safety narrative….It is easier to create simple, 

universal prescriptive scripts than develop more nuanced ones. But that does not foster 

growth.  

Or learning. Or joy.’  

Real Talk – ‘Ask a Dude’ Report 
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5: The Creating Safe Environments Project51 

 

Lee Murray’s work on sexual health and abuse 

prevention at the University of Saskatchewan involves 

teaching through the medium of puppets and 

storyboards. As with REAL TALK, these resources 

depict disability and cultural diversity.  

The large storyboards show age-appropriate scenarios, 

related to both healthy and unhealthy situations. A 

facilitator tells the story, using available prompts, 

followed by supported discussion and questions. 

The puppet show, delivered, as the final part of five, I 

hour sessions, focuses 

on issues of consent, 

inappropriate touching 

and disclosure of sexual abuse. In work with children, puppets are 

known to assist communication about tricky subject areas, with the 

participants being prepared to share information with the inanimate 

object that they would not share with an adult. This also seems to 

apply to young people and 

adults with a learning 

disability, with project 

feedback suggesting that the puppets aid engagement and 

interaction. 

The project uses the concept of ‘Talk, Walk, Squawk’, as a 

catchy and interesting way to learn what to do in 

inappropriate and at-risk situations. Teaching staff and 

parents noted that this was easy to recall, reinforce and 

transfer to personal circumstances. 

Lee’s enthusiastic demonstrations of her resources 

suggested that there is much greater potential for their use 

than has currently been realised. Her research has 

indicated overall effectiveness of the puppetry, storyboard 

and interactive methodologies, in educating young people 

with developmental disabilities about sexuality, which is 

worthy of integration into wider sex education programmes. 

  

 
51 Creating Safe Environments project. Youtube video- 
https://www.youtube.com/watch?v=h0159VghTFA&feature=youtu.be 

https://www.youtube.com/watch?v=h0159VghTFA&feature=youtu.be
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Sunnyhill Educational Resource Library is part of the British 

Columbia Children’s Hospital, covering the whole of the 

province. In the 1990s the hospital had a disability-related sexual 

health clinic, which acquired a varied of learning materials for 

family members and staff. This has since been subsumed into a 

larger medically orientated library, with a continued and 

updated section on sexuality and disability. Books, training 

packs, videos, games and resources are now available for anyone 

living in British Columbia to borrow free of charge, including 

complimentary postage, through a deal with the mailing service.   

For me, this was a metaphorical merging of Aladdin’s cave and 

sweet shop, filled with a sex educators dream finds. There 

were expensive packs that I had read about, but never seen 

and there were new exciting unheard-of resources. The 

question was where to start. Fortunately, the service was 

second to none allowing pre-ordering from an extensive 

catalogue, whilst Librarian, Kala also threw in some of her own 

suggestions.  

Loans are made to family members, school staff, service 

providers, medical professionals, therapists, self-advocates 

and anyone else who wishes to further their understanding of 

sexual health in the learning disability community. Applications are very easy, simply completed by 

accessing the catalogue on the website. They are also happy to hear about and possibly, order, new 

publications. 

In the end, the easiest thing was to start at one end of the pile, neatly arranged on a library trolley. 

However, I did sneak an early peek at the Circles Curriculum, as this had been mentioned on a 

number of my visits52.    

Kala told me about anatomically correct dolls that they were able to loan out, so popular that they 

were not available during my visit. Margaret from SHADE, based in Kelowna, later referred to the 

benefits that she had gained from using the borrowed dolls in counselling and teaching sessions and 

the convenience of using the Sunnyhill services. 

The service also compiles themed information sheets for parents and professionals, with links to 

disability-specific library resources, that are readily accessible on their website53. 

One entitled, ‘Key Points and Resources for Prevention of Sexual Abuse’, was particularly pertinent 

and enabled me to quickly search for the relevant documents54.  

I left Sunnyhill feeling envious of their amazing resource and wishing that something similar existed 

in England, as it would be beneficial to so many people on many different levels. I also wondered 

whether if it cannot be achieved on such a large scale, perhaps there is scope for a sharing of 

resources in local areas, and engaging with people in wider services such as hospitals, universities 

and libraries to make this happen. 

 
52 https://stanfield.com/product/circles-curriculum-bundle-w1004-38/ 
53 http://www.bcchildrens.ca/our-services/sunny-hill-health-centre/our-services/resource-centre#Resources 
54 http://www.bcchildrens.ca/Sunny-Hill-Health-Centre-
Site/Documents/KeyPointsandResourcesforPreventionofSexualAbuse1.pdf 

Sunnyhill Library facilities, 

with the helpful Librarians 

Selected resources ready 

and waiting to be devoured 

https://stanfield.com/product/circles-curriculum-bundle-w1004-38/
http://www.bcchildrens.ca/our-services/sunny-hill-health-centre/our-services/resource-centre#Resources
http://www.bcchildrens.ca/Sunny-Hill-Health-Centre-Site/Documents/KeyPointsandResourcesforPreventionofSexualAbuse1.pdf
http://www.bcchildrens.ca/Sunny-Hill-Health-Centre-Site/Documents/KeyPointsandResourcesforPreventionofSexualAbuse1.pdf
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Key learning points: 

 Sex education and prevention strategies are enhanced by the provision of a range of 

accessible learning resources. 

 People involved in providing preventative measures need to be able to utilise 

practical materials, relevant to the needs of the individuals they are working with. 

A library of materials, with borrowing options, is an excellent idea, which would 

be highly valued by people in the field, in England. 

 Up to date resource lists and the sharing of training ideas are also helpful additions for 

trainers and practitioners. It would be helpful for these lists to have an international 

perspective. Currently, they tend to be limited to single territories, missing out on the 

good work that is being undertaken across the globe. Even in North America, I found 

that people were often unaware of relevant work being undertaken in different States 

and Provinces.  

 There are proven advantages in having materials which depict the lived experiences 

and physical appearances of the intended recipients; the individuals are more likely to 

relate to the situations presented, engage in discussion and consider the relevance for 

their own circumstances. 

 Using means of capturing stories through video and film production, enables the 
materials to be shared across a wide audience, including use in campaigning and 
promotion of positive messages about disability and sexuality. 

 Partnerships between arts-based organisations and those interested in the sexual 

rights of people with learning disability may assist in the development of dynamic, 

accessible materials. 

Training Resources from Sunnyhill 

Library 
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6.5 Training - Recipients 

A number of the people visited were chosen for their expertise in providing information and 

learning opportunities in the area of sexuality and learning disability. I was keen to find out 

about innovations in training for self-advocates, staff and family members, with particular 

reference to the regulatory context, administration, methodology, approaches, content and 

resources used.  

6.5.1 Self Advocates 

Training for Self Advocates in England 

It is reported that one way of helping vulnerable people to stay safe from harm of any kind, 

is to give them the skills, knowledge and equipment to avert the harm from occurring. In the 

area of sexual harm, there is evidence to suggest that education provided to adults with a 

learning disability can decrease the risk of abuse and enhance an individual’s ability to 

distinguish unhealthy relationships55  

Although a joint report by Mencap, Respond and Voice UK53 in 2001 recommended that:  

 

‘More work should be done directly with adults with a learning disability to help them 

recognise abusive situations and to know how to seek help and support. There needs to be 

more work in developing joint training across agencies, and for these initiatives to be widely 

publicised and regularly evaluated. People with a learning disability need to be involved as 

trainers’,  

 

it remains commonplace for individuals to have limited access to formal learning 

opportunities, with even fewer examples existing of peer to peer training. Many of the 

people with a learning disability that I meet through training and self-advocacy explain that 

their main source of sexual information comes from TV soap operas. 

 
55 Dick Sobsey, McCarthy & Thompson, 1997; Murphy, 2003 
53Behind Closed Doors  https://lx.iriss.org.uk/sites/default/files/resources/behind_closed_doors.pdf 
54The right to a relationship 
https://www.ndti.org.uk/uploads/files/The_Right_to_a_Relationship_final_July_2019.pdf 

5 

https://lx.iriss.org.uk/sites/default/files/resources/behind_closed_doors.pdf
https://www.ndti.org.uk/uploads/files/The_Right_to_a_Relationship_final_July_2019.pdf
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The continued paucity of provision was highlighted in a recent research document ‘The 

Right to a Relationship’54, which included amongst other recommendations,  

‘adults with learning disabilities of any age should have access to sex education and 

relationship training. Also, schools and colleges should do more on sex and relationship 

education, because knowledge can help people be safe.’ 

It is important to acknowledge the small, but growing number of organisations and 

individuals who have taken the plunge to write training materials, deliver courses and 

campaign for the provision of good quality sex and relationships training, including the work 

undertaken by the FPA, Downs Syndrome Association, MENCAP, Supported Loving, BILD, 

Skills for Care and SHADA. There is optimism, also, that the mandatory relationships and sex 

education due for introduced in schools in 2020, will lead to a much better informed and 

safer cohort of young people with a learning disability in the future. 

For the time being, whilst we know that an educationally-based curriculum can be an 

effective means of enhancing knowledge of sexual abuse and healthy sexuality, many 

people involved in the English social welfare system remain unresponsive to the use of 

education to meet the sexual support needs of the people that they serve.  

 

Opportunities in Canada and America 

I found that the trainers I met in both America and Canada, were keen to address issues of 

sexual safety, whilst ensuring that there was a broad scope discussion about relationships 

and sexuality.  

They had considered the potential conflicts that exist between autonomy and vulnerability, 

exploitation and risk of harm, recognising that supportive interventions can help to address 

some of these concerns. 

There was an emphasis on the positive, pleasurable aspects of healthy relationships to 

offset the risk-informed, abuse model. Additionally, supported decision making was a 

feature of some of the projects, designed to build capacity related to transferrable skills that 

can be applied to a range of potentially harmful situations. 

Issues of learned compliance, consent and being able to say ‘no’ were highlighted on a 

number of occasions, as being importance building blocks on the journey to confident, 

healthy relationships.  

 

This was underlined by the sexual-self advocacy framework, which included communication, 

assertiveness and speaking up skills, to support individuals’ ability to communicate their 

views and represent the wider, rights-based issues on regional and national platforms.  
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Pro-active training examples: 

 

1. Relationship Group, Toronto 

In Ontario, training for self-advocates has been significantly influenced by the State 

commissioning regulations. Service providers are governed by Quality Assurance Measures, 

which include a responsibility to provide abuse prevention training for people served. 

During my visits I heard that adhering to the regulatory requirement can be challenging, 

particularly for people who do not use speech, however, some flexibility is available, in that 

one provider had devised an easy read leaflet as an alternative to formal training.  

There is written guidance for services on the issues that should be included in an abuse 
prevention education programme, namely: 
 

1. Understanding 
boundaries 

2. Assertiveness 
3. Rights 
4. Relationships 
5. Language and sexual 

health 
6. Non-compliance-how 

to say no 
7. Reporting 

 
Deanna Djos, who works for Developmental Services, Toronto has spearheaded the success 
of the ‘Relationships Group’, in collaboration with service provider Montage, providing 
compliant learning opportunities ‘which encourage and foster effective practices focusing 
on supporting people with an intellectual disability to build safe, strong and sustainable 
relationships through respect and self-esteem’. This is a very creative rights-based group, 

The author with Linda and Deanna 

who support the work of the 

Relationships Group 

The author with Managers 

from Montage, Toronto 
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who have produced great resources, including a card game and a play based on the Wizard 
of Oz.  

 

 

 

 

 

 

 

 

 
2. Advocates against Abuse 

Another Ontario initiative in response to regulation and the Ministry of  
Children, Community and Social Services 
commitment to prevention services and 
support is the Advocates Against Abuse 
programme, which I was unable to visit, but 
have explored through a literature search. This 
is an abuse prevention curriculum that is 
taught by people with disabilities, to people 
with disabilities. It has connected five different 
agencies together to provide the same training 

on abuse prevention, including the prevention of sexual abuse. The presenters describe it as 
being written in language that is straight forward, accessible and interactive. An evaluation 
of the programme concluded that there had been useful participant learning, with particular 
reference to the benefits of a peer to peer approach.  

 
3. Tell it like it is, Saskatchewan 

A training initiative designed by a collaborative provider, 
advocacy and sexual health group in Saskatchewan, is 
now readily available for anyone, via their website. ’Tell 
it like it is’ consists of 9 modules aimed at ‘assisting 
diverse learners and the people who support them 
in making life choices 

that promote optimal wellness in all dimensions of life.’ 
The modules cover a range of topics and concepts about 
relationships, dating, gender identity, sexual identity, 
personal hygiene, safer sex practices, and more. The 
designers believe it is important for organizations serving 
people with disabilities to provide accurate sexuality 
education. The pack gives them the means with which to 
do this. It includes a clear facilitator’s guide and excellent 
resource links. I visited SAI (Saskatchewan Alternative 
Initiatives) in Saskatoon one of the organisations that 
have benefitted from using ‘Tell it like it is’. 

Members of the Relationships Group and 

(left) one of their productions 

Meeting Tim and Toni 

at SAI, Saskatoon 
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Like COR, the design partner, SAI’s work is rooted in the philosophy of gentle teaching, 
which espouses  

the importance of building a safe relationship between the supporter and people being 
supported. The two committed managers that I met, explained their belief that this safety 
platform, is essential for developing sex and relationships work. This led on to an interesting 
suggestion that it is best to have an internal relationship learning facilitator as trust and 
security will be in place and the learner is, therefore, more likely to make an approach about 
ongoing issues. 

 
Staff, together with self-advocates, are involved in the ‘Tell it like it is’ programme so that 
there are opportunities to chat about the content, in the days between the two-hour 
sessions.  The impact of the programme was described as individuals being better informed, 
more ready to talk about sex and sexuality and therefore ready to make informed decisions. 

In line with ‘Tell it like it is’ a number of my host organisations involved a partnership 
between a learning disability and a sexual health organisation. These symbiotic pairings 
seemed to have taken the best from both disciplines to develop curricula that are evidence-
based, informative and accessible. This is true of the Centre for Sexuality and Right2Love in 
Calgary and the SHORE Centre and Extend a Family in Kitchener. 

 
4. SHORE Centre, Kitchener 

One of the workers at the SHORE Centre said: “We know 
that upwards of 75 per cent of women with 
developmental disabilities have experienced sexual 
assault and rates of both unplanned pregnancy and STI 
transmission are higher in those populations.” Their Sex-
ability programme is a means of combating these 
disadvantages. They use many practical activities in the 
programme, based on the use of green and red flags 
(denoting ‘go’ and ‘no’). There is a recognition of the 
need to start with comfort building because talking 
about sex and relationships can be initially anxiety-
inducing for people. They have also built-in opportunities 
for people to share their experiences of sexually 
inappropriate behaviours, asserting that it is important 
to normalise conversations around sexual assault. 

 
5. IMPACT:Ability, Boston 

In Boston, the IMPACT:Ability course has taken this one 
step further by introducing an element of self-defence 
training. The schemes’ Manager, Mandy Doyle, told me 
that it has been adapted from IMPACT an international 
service, that focused on women’s safety and fear of 
sexual abuse. Adaptations have included simplifying and 
broadening the curriculum to include assertiveness and 
sexual health. It is accessible to people with a wide range 
of needs including wheelchair users, and people with 
hearing loss and visual impairment.  Delivery is currently 
within its affiliate provider organisation, TRIANGLE and to 
public school students with disabilities. 

The author with 

Brockenshire and Stacey at 

the SHORE Center, 

Kitchener. 

Showing the versatility of 

post-it notes 

The author with Mandy 

Doyle from IMPACT:Ability 
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The programme has a clear remit to empower people and organisations to prevent abuse, 
using the following means: 

 Safety and Self-Advocacy Classes.  
People with disabilities work with their highly trained coaches to learn how to 
defend themselves. They use their voice and bodies to establish safe boundaries, 
discourage potential threats, and defend themselves in a moment of danger. In 
addition, they learn how to report unsafe interactions to at least two trustworthy 
people. IMPACT:Ability also partners with other organisations to provide self-
advocacy training which empowers people to find their voice and learn to 
lead independent lives. 

 Developing abuse prevention leadership teams.  
Their role is to increase awareness of abuse, encourage prevention and promote 
healthy relationships. This has included the creation of a multimedia campaign that 
emphasises abuse prevention being ‘everyone’s responsibility’. The video Everyone's 
Responsibility: Preventing Abuse Against People with Disabilities has had over 2,000 
views on YouTube and is a required educational video for state disability service 
provider certification. 

 Abuse Reporting and Response Classes.  
Their inclusive training team equips teachers, non-profit staff, and state employees 
to identify potential abuse, effectively report suspected abuse to proper authorities, 
and provide caring support and referrals for abuse survivors. 

 Providing Private Lessons, Consent Training, and Organizational Consulting.  
They are proud to partner with self-advocates, families, and organizations to prevent 
abuse and foster safe communities. 
 

IMPACT:Ability’s programme has been evaluated by the Institute for Community Health, 
using staff focus groups56. They reported staff descriptions of empowerment by clients, 
a real sense that clients behave differently now than they had in the past and that they 
were generally safer. Practical examples cited were people: 

 standing up for themselves and communicating their interests, preferences and 
needs 

 stating that they felt safer 

 using safety skills, including hand stop signals 

 asking for more choices and advocating to have a voice in choosing what activities 
they participate in  

 using skills learned on the training in the community 
 
 
 
 
 
 

 
56 E. Dryden and J. Desmarais IMPACT:Ability staff focus group 2014 
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“Every person should know that it’s OK to say ‘no’ when someone treats you in a way 

that’s not right”. IMPACT:Ability trainee 

 
 

 
 

 

 
 

 

 

 

 

 
 
Normalising sex education 
In Vancouver, British Columbia, I visited two organisations who have adopted a very 
different approach to building people’s capacity for healthy relationships. In both cases  

they use processes that are the antithesis of formal education, preferring to utilise ‘a 
normalised’ view of learning about sex and relationships. 

Their methodology has emerged as the result of a considered approach to the way in which 
most people share information about sexual relationships. This tends to be by informal 
means, such as chatting to friends and in relaxed settings, like a pub or person’s living room. 
The approach seeks to replicate these arrangements. 
 

6. Let’s Get Real, Vancouver 
I was able to attend a session led by ‘Let’s Get Real’, a group whose aim is to support people 
in pursuing their sexual aspirations. This was a meeting held in an ordinary café, between 4 
and 7 pm, with about 20 self-advocates present. The events are billed as providing a mix of: 

 Experiential dating exercises 
 Facilitated discussions 
 Games 
 And food! 

 

IMPACT:Ability Self-Defence classes 
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Some elements were similar to a structured 
training session; an icebreaker, using a thrown 
beach ball to elicit answers to questions and 
small group discussions, for example. But, the 
facilitation, with a theme of boundaries on this 
occasion, was much more focussed on 
supporting people to share their own ideas and 
experiences, than it was on imparting the 
expert knowledge of a trainer. The group have 
also developed self-advocate leaders, who act 
as co-hosts. 

The session worked well, regarding positive 
communication between the participants, in a 
relaxed setting. There were however difficulties 
as time went on and the café became crowded 
and noisy, leading to problems in hearing the 
group members. I also worried a little about 
sharing very sensitive information in a public arena. The organisers did explain that it was 
the first time that they had used the venue and they too acknowledged that it had been a 
challenging environment. 

In addition to the aim of providing increased autonomy in making choices, the project 
provides an opportunity for participants to form romantic relationships. I met at least one 
couple who had met through coming to the ‘Let’s Get Real’ events. They showed me their 
person-centred plans and expressed delight that their written dreams of finding a partner 
had been fulfilled. Another person that I spoke to was very keen to find a new girlfriend, 

speaking with fondness about 
experiences with his previous 
girlfriend. 
 
 

 

A couple who met at a ‘Let’s Get Real’ 

event, enjoying each other’s company and 

the evening’s activities 
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7. Real Talk, Vancouver 

Whilst ‘Let’s Get Real’ focuses on social opportunities, 

Real Talk, also in Vancouver, is about facilitating 

discussions about sexuality, dating and relationships 

using a mainstream social activity, in the form of regular 

Pizza parties. 

John Woods, the programme coordinator, explained 

that they aim to destigmatise conversations about sex 

by taking real-life questions from people living with 

cognitive disabilities. Then they make videos where 

members of the group provide the answers. The videos 

are shown at the viewing parties, where pizza is also 

served, and a facilitator leads the discussion about the 

content and topic area. Participants are also invited to 

go on camera to add their voice to the conversation if 

they want to. At the end of the event, participants 

receive a goodie bag of information about the session topic.  

The process came about through a partnership with InwithForward57 who work with 

organisations to co-design solutions to human service dilemmas. They say ‘We're a social 

design organization that makes human services more human’. Their philosophy based on 

flourishing, meaning, mutuality, wholeheartedness and equality is interesting, regarding risk 

and creating opportunities, with solutions being designed to activate meaningful 

relationships and create growth versus risk aversion. The analogy of supports being more 

like a trampoline than a safety net fits amicably with training prevention strategies, which 

are designed to give people the tools to spring into a wider range of protective healthy 

relationships. 

In the case of Real Talk, InwithForward started by training up teams within community living 

organizations to think like designers, and to design solutions for areas where they felt their 

organizations were not doing a good job. One team came together around improving 

support for sexuality and relationships. They conducted ethnographic research with a 

number of adults with cognitive disabilities and support staff to find out what their 

 
57 https://inwithforward.com/examples/new-models/ 

Examples of information 

included in the ‘goodie 

bags’ 

https://inwithforward.com/examples/new-models/
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experiences were in this aspect of life and support around it. 

Originally this research was focused on men with cognitive 

disabilities, and was called ‘Ask a Dude’58. 

The consultation included looking at existing local sexual health 

programmes, concluding that they did not give individuals the 

tools and skills to flourish. So Real Talk was developed as an 

alternative to a formal curriculum, using video presentations 

that fed into people’s tendency to seek messages from the 

television. 

‘It models people on screen, sharing frank insights as experts of 
their own experience….It cuts through shame and silence with humour, candour, and eye to 
entertainment value’ 

Some of the recent video topics have included: What is a healthy relationship, How do you 
deal with rejection and how do you feel about pornography? Because the questions are 
generated by people with learning disability and often answered by peer supporters, it does 
feel like the model is genuinely person-centred and disability responsive. The videos form an 
ongoing collection on the Real Talk website, which means that self- advocates and staff can 
refer to the materials at any time after the event. 

The downside is that there is a need for technological capacity and skills in drama 
production to produce the videos and keep the video library current. However, there was 
much to be learned here about the advantages of utilising a much more ordinary 
conversational style of sex education, as a way of overcoming the barriers and stigma 
associated with formal teaching strategies. 

 

In Worcester, just outside Boston, I spent three days doing a 

Train the Trainer course, part of which is designed to be co-

delivered by self-advocates. I was attracted to this opportunity, 

as the author and presenter, Katherine McLaughlin has also 

been involved in supporting the sexual self-advocacy 

movement and is a notable sex education trainer, through her 

company Elevatus. I also hoped that this training opportunity 

would give me a chance to speak with a wider range of people 

in the field.  

And so, it proved. I experienced a concentration of 

information and ideas from many States and professional 

backgrounds, from New York to Florida, Indiana and beyond. These perspectives were invaluable in 

providing a richer picture of the national position, whilst helping me to understand how each agency 

and area work uniquely. Speaking about the development of the curriculum, Katherine explained 

that Including self-advocates in the design and training team helped them become part of the 

 
58 https://inwithforward.com/2017/05/ask-dude-report/  

Katherine McLaughlin, 

Elevatus trainer 

https://inwithforward.com/2017/05/ask-dude-report/
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solution and modelled the self-advocacy mantra: "nothing about us without us." 

It is one of the most comprehensive sex education programmes for people with a learning disability 

that I have seen, with a clear process and instructions about how to introduce each topic. There are 

22 lessons plans, covering all aspects involved in building a healthy sexual relationship, including 

how to cope with breakups and recognising and preventing abuse. It emphasizes concrete examples, 

pictures, and photographs. 

Each topic has details of the goals, materials and teaching tools required, with a breakdown of 

background information and supporting activities. Often these are scripted, which some might find a 

little prescriptive, however, it does provide consistency and may be helpful for a novice trainer, until 

they have the confidence to utilise a flexible approach. 

Whilst spending time at Green Mountain Self Advocates, in 

Vermont, I observed Randy 

Lizotte co-facilitating the 

Elevatus programme to a group 

of self-advocates at North West  

Counselling and Support 

Services, where he is employed 

as a peer advocate. He later 

told me about the barriers he 

had overcome to marry his 

wife Jana, stories he can use 

as a trainer and a role model 

for others. His session about decision making garnered plenty of interaction and discussion, with 

people being given opportunities to practice the skill of speaking up, using a structured process.  

Randy explained that this would be followed up in a further session on decision making about sex, 

including consent. He felt that the session would contribute to people’s picture of healthy 

relationships and abuse prevention. 

The Elevatus curriculum is well regarded and widely utilised across the United States. Katherine uses 

a cascading model to ensure the fullest possible reach for her materials. A project with the Michigan 

Developmental Disabilities Council59, initially trained 21 individuals with learning disability and 26 

professionals and parents as sexuality educators, who went on to train 208 family members, 253 

transition staff, 130 transition staff and 476 individuals with a learning disability. The created locality 

teams have also been able to offer Mutual support, maximise accessibility, contribute to external 

forums and promote the programme.     

 
59 Michigan Project: Self advocates become sexual educators. A partnership between Michigan Council of 
developmental Disabilities and Elevatus Training 

Randy on his wedding day Randy with his co-trainer 
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Key learning points - Self Advocates 

 

 

 There are advantages to developing relationships between sexual health and learning 
disability services to produce creative training resources drawn from the two equally 
important professional spheres. 

 Commissioners, contractors and regulators have a vital role to play in discussions 
about sexuality and safety. They need to be regularly present at networking and policy 
development discussions. So much more can be achieved with wider inter-disciplinary 
involvement. 

 There are boundless benefits of involving self-advocates as co-producers and peer 
educators 

 The train the trainer model, particularly when accompanied by cascading and 
supported implementation is successful in reaching a wide audience. 

 Teaching self-defence as a self- esteem and abuse prevention measure can lead to 
people feeling safer and more confident in developing relationships 

 A normalised learning approach provides options for use of a range of environments 
and approaches to supplement formal teaching 

 

  

Elevatus Training Materials 
The author with 

Katherine McLaughlin 
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6.5.2 Support staff 

Training for staff  

Everyone that I met drew attention to the importance of training for staff. They remarked 

that for self-advocates to be consistently well informed and confident about relationships, 

the people on whom they depend need to be equally well versed. Many people said that 

staff were initially fearful, uncomfortable and concerned about entering into discussions 

about sexuality issues with the people that they support. Education was seen as having a 

key role to play in overcoming this barrier, in tandem with organisational policies and 

appropriate management support. There is ample research to support the assertion that 

education can improve the staff’s confidence in handling sexuality issues and improve their 

attitudes to the sexuality of individuals overall.60 

Training in England 

As early as 1994 Ann Craft61 suggested that training was essential to enable staff to support 

the sexual and relationships needs of people with learning disabilities. Her idea was that 

training should be on two levels. All staff at induction would receive a component to assist 

with awareness and information. A second level would be for people who wished to 

become educators and counsellors. 

It seems that little progress has been made since these worthy recommendations. There are 

some pockets of good training practice in England, many of which are highlighted in the 

Supported Loving online toolkit62 but these are often funded by short term charitable grants 

and dependent on individual goodwill or passion, rather than part of a strategic, 

governmental drive.  

The paucity of the provision was highlighted in a recent research document entitled ‘The 

Right to a Relationships’, which included amongst other solutions, the familiar: 

Staff should have training in supporting people with intimate relationships. This training 

should not be just a one-off; it needs to be updated and refreshed regularly. There should be 

a network to help to co-produce, organise, and deliver this training and allow the sharing of 

good practices.  

Similarly, the CQC Guidance, written for the benefit of inspectors and service providers 

recommends that ‘Induction and ongoing training on sexuality and relationships will help 

staff to respond to situations in a considered way’. The sector also benefits from the 

existence of the Skills for Health/Skills for Care ‘Core Skills for supporting people with a 

learning disability’ 63, which includes a section on relationships and sexuality, providing the 

potential for a comprehensive, unified approach to staff training. In my experience, this has 

 
60 Harflett, N. & Turner, S. (2016). Supporting people with learning disabilities to develop sexual and romantic 
relationships. (National Development Team for Inclusion) 
61 Sexual Abuse Prevention: A Training Program for Developmental Disabilities Service Providers Rachel A 
Bowman and Joseph R Scotti and Tracey L Morris. Journal of Child Sexual Abuse, 19:119–127, 2010 
62 https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit 
63 Skills for Health. Core capabilities framework for supporting people with a learning disability 

https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving/supported-loving-toolkit


61 
 

low-level usage, mainly because providers prioritise mandatory Care Certificate training 

requirements. 

I was interested to find out how colleagues in North America had managed to motivate 

agencies and individuals to engage in the training, including the content, administration and 

delivery methods. 

Case examples 

Unsurprisingly, many of the organisations that prioritise training for people supported, also 

train their staff. 

1. Real Talk 

Real Talk in Vancouver approaches staff 

and supporter training requirements 

with the same degree of innovation as 

they apply to the self-advocates needs. 

This is in the form of providing  

‘approachable  support’ workshops for 

supporters at the same time as the Pizza 

Parties are happening next door. 

The content of the workshops includes: 

 

 Sexual health & education 
resources: which ones might work 
best for the person you support. 

 Positive and affirming approaches 
to supporting sexuality. 

 How to get more comfortable with 
feeling uncomfortable… 

 

Both parties learn at the same time, from 

their own perspective, and can share 

their knowledge afterwards. I felt this 

was a cost-effective approach, which deals admirably with the idea of paid staff waiting 

aimlessly for the people they support to finish an activity. It is a training strategy that could 

be adopted in a range of situations. 
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2. IMPACT:Ability 

IMPACT:Ability in Boston provides training that helps teachers and service providers 

understand abuse and provide personal care in a way that respects people’s bodies. 

The courses give service providers the tools to create an environment where people feel 
safe to speak up about abuse. Staff learn to respond effectively to abuse reports and 
challenge potentially unsafe situations. 
Topics include: 

 Recognizing Abuse and Creating Safety 

 Personal & Intimate Care for Abuse Prevention 

 Engaging in Challenging Conversations 

 Communicating and Respecting Boundaries 

 Safe and Appropriate Touch 

 Supporting Healthy Sexuality 

 Understanding Ableism & Empowering People with Disabilities 

 
These subjects would complement the mandatory generic safeguarding training provided in 

England, as they pay attention to issues of sexual safety, prevention measures and how to 

empower people to develop healthy relationships. An evaluation has shown that this and 

similar training leads to staff feeling more confident to deal with sexuality and reporting of 

sexually abusive situations64  

 

3. Sexual Health Service, Calgary 

I found that several Sexual Health services had produced staff training manuals and 

programmes, which they ran alongside curricula for people with a learning disability. The 

Centre for Sexual Health in Calgary, for instance, has a half-day course entitled ‘Supporting 

Sexuality in people with developmental disability’, which aims to increase professionals 

comfort and skill in discussing sexuality and provides practical suggestions for engaging 

clients in conversations about their sexual health and wellbeing. They have supported 

organisations to have at least one relationships champion and encouraged a train the 

trainer approach. 

Alongside the group training, they provide 1:1 contact for staff and people with a learning 

disability. So, a support worker and client can go for additional coaching input or a support 

worker may refer a couple for counselling. This is an impactful addition to the service. 

 

4. SIA, Saskatoon 

At provider agency SIA, the Managers stressed the importance of being open to talking, 

listening and learning together about sex and relationships. They felt this needs to start 

early on at the onboarding (induction) stage when people are keen to learn and find out 

what the job is about. 

 
64 Scotti J.R. Sexual Abuse Prevention: A training program for developmental disability service providers. 
Journal of Child Sexual Abuse. 19(2):119-27 
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Using a trauma-informed lens, the Managers, Tim and Toni stressed the importance of 

guiding staff to listen to people’s experiences, recognising that this may include sexual 

abuse, exploitation and inappropriate touching. They suggested that we must have these 

difficult conversations, understanding what it was like, to help the healing and build the 

potential for moving forward. As Toni said ‘These are hard, emotional, uncomfortable 

conversations, but let’s have the tough conversations so that we can learn together how 

better to serve people who have experienced traumatic circumstances.’ 

CASE STUDY: Department of Developmental Services, Massachusetts 

Pat Carney works as a Training Manager for the Massachusetts Department of Developmental 

Services, which is a government agency. Massachusetts, one of the most historic areas of the United 

States, has a population of nearly 7 million and covers an area of 10,555 square miles. There are 

about 100 agencies serving people with developmental disabilities in the State. 

The DDS is the equivalent of a specialist Local Authority Adult Social Care Commissioning 

Department, with a mission statement to: 

create, in partnership with others, innovative and genuine opportunities for individuals with 

intellectual and developmental disabilities to participate fully and meaningfully in, and contribute to, 

their communities as valued members.  

Pat’s work involves training staff in the contracted service agencies, collaborating with colleagues in 

education, public protection and public health and working directly with individuals when there is a 

significant issue about safety or consent.  

There is a mandate for this work within the required standards for all developmental disability 

services that are provided by public and private providers and subject to licensure and certification 

or regulation.   

Section 7 of the standards deals with relationships and supports that help individuals to develop and 

sustain varied and meaningful relationships with family, friends, neighbours and co-workers. It is 

expected that the supports will include education and assistance to help individuals form 

friendships, express intimacy and sexuality in an appropriate, healthy and safe manner, and prepare 

individuals to receive visitors. 

This means that commissioners and providers are aware of their responsibility to address sexual 

relationships and to ensure that appropriate education is provided.  

Pat regularly provides a Train the Trainer course, entitled ‘Supporting People to Lead Sexually 

Healthy Lives’. This is an eight-day series, taken over three months, that equips participants to 

provide ‘well informed, current and values sensitive education and support to individuals with 

intellectual and developmental disabilities. The training includes field visits, external speakers and an 

evaluated presentation session. Topics relate to direct training skills and knowledge, linked to an 

understanding of sexual health and sexuality. She also provides quarterly six-day courses for direct 

support workers. Having provided the learning and development opportunities for several years, Pat 

has a cohort of well-informed, trained professionals across the State.   

She provides regular support and updated information via mentoring opportunities and a chance to 

attend the post-training sex educator’s group, which she chairs. 
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CASE STUDY: Department of Developmental Services, Massachusetts (continued) 

I had the pleasure of attending this meeting during my time in Massachusetts. I was struck by the 

range of organisations, self- advocates, family carers 

and professions represented. It was interesting to 

see commissioners, in the form of case managers 

and service coordinators there, as well as Social 

Workers and regulators, a presence with which we 

are less familiar in English networking meetings. 

Despite the varied roles everyone was united by 

their interest in delivering the same curriculum, 

alongside being able to share ideas, experiences and 

resources.  

One of the contributors, who is a Quality Enhancement 

Specialist at the Department of Developmental Services, 

explained that she saw part of her training and support role to help direct care staff be less awkward 

when talking about sexuality, in the hope that it would become a more natural part of everyday 

conversation. 

A member from a provider agency had been spurred to set up a monthly service user relationships 

group following the training. Whilst another provider explained that they have a sexuality committee 

who have recently modified their relationships policy, written a staff newsletter and are developing 

staff training. 

It was obvious that these positive outcomes owed much to Pat’s leadership and belief system. She 

describes her role as being an ‘enviable position’1 from which to address the barriers and fears 

associated with sexuality and intellectual disability, often around risk and safety. This is from a 

perspective where she purports that: 

“safety and risk can coincide, in fact, must coincide, 

as risk is essential to learning. I believe that if support 

teams recognise both the humanity of people with 

developmental disabilities and their capacity to grow, 

if we respect that each of us brings both care and 

fear to our conversations and planning meetings, 

then we will recognise that perceived barriers are 

most often shared concerns” 

 

 

 

 

 

Some of the group members 

The author presenting at the 

Massachusetts sex educators group 

meeting 
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Key learning points – Staff training65 

 Including attention to abuse prevention and sexual relationships in a regulatory 

framework does appear to incentivise providers. In England CQC published sex and 

relationships Guidance for providers in 2019, making many important suggestions 

about relevant activities. Unless this is made compulsory, alongside inclusion in 

service contracts, there is a limited motivation for providers to respond, in the face of 

many other mandatory requirements.  

 In areas where relationships and sex training is mandatory for both staff and people 

using services, some creative responses have emerged. 

 Self-advocates should be involved in the design and delivery of staff training and as 

much as possible should participate in courses alongside staff  

 There are benefits to having a standardised curriculum, but also opportunities for 

flexibility and tailoring materials to individual need 

 Support for relationships should be included in induction training, so that staff know 

that this is a legitimate part of their role from the beginning 

 Safeguarding training programmes should be reviewed to include a standalone 

learning disability sexual abuse element 

 An analysis of staff downtime i.e. when the person they are supporting is engaged in 

an activity which they are observing or waiting around presents opportunities for 

them to be involved in bite-sized training. 

 Providers could appoint a ‘relationships champion’ to take responsibility for enthusing 

others and providing support or advice to colleagues about sex and relationships 
 

6.5.3 Family members 

Training – Families 

Parents and family members have an important part to play in supporting sexual 

development. They can help their children learn about healthy relationships and sexual 

health throughout their lives. However, for parents of offspring with learning disabilities, 

there may be particular challenges. 

Parents and family members may be hesitant to bring up the sensitive topic of sexuality and 

do not know how to broach the subject with their children. Thus, the topic may be ignored, 

altogether. 

A report provided by Kaylee Ramage from Saskatchewan Prevention Institute suggests that: 

 
65 Patricia Carney: How teams can help individuals understand sexuality and develop healthy relationships. 
TASH connections November/December 2008 
Pat has produced a resource booklet that is widely used 
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Caregivers may fear that talking to their children about sex will encourage sexual 

experimentation or promiscuity. They may also fear that they will not know how to deal with 

questions or situations properly. Caregivers may avoid teaching their children with 

intellectual disabilities about healthy sexuality because they want to protect them and they 

may believe that teaching them about sex and sexual health may cause harm or lead to 

unwanted sexual behaviour. 

It is suggested that parents whose children have a learning disability require support and 

information to meet the unique sexual health needs of their offspring. This may include 

professional training, to help them feel more confident as sexual health educators. 

In England, there are a number of programmes for parents of children and young people, 

such as the Barnardo’s Cygnet courses66, training run by Contact a Family67 and the NSPCC’s 

Love Life resources68. However, there are currently limited training opportunities available 

for parents of adults. 

The Shore Center, Kitchener in conjunction with Extend-a- Family provides a two-hour 

course for family members ‘Talking about Sexuality’ which includes discussions about sex, 

masturbation, dating and other related topics, with opportunities to discuss fears and 

concerns. Stacey explained that they aim to increase the knowledge and comfort of 

caregivers, recognising that they have a significant role in talking about and teaching sexual 

health to families. 

 

At a Supporters' Workshop, one parent said: “I do presentations for reluctant / worried 

parents. I tell them about why employment could be great for their son or daughter. They're 

worried they might fail or get fired or injured. I talk about the dignity of risk. I never thought 

about how the dignity of risk also applies to my son's love life until now." Another parent 

said, "They say a heart that has never been broken is no heart at all”. 

Extend-a-family staff said that they have noticed more conversations from people we 

support, families and staff around dating and relationships as a result of the training. Where 

some families and support networks wouldn't even entertain the idea of supporting their 

loved one to pursue a relationship or date someone, some families have started to surprise 

them with their open attitude and willingness to engage in conversation around sex and 

relationships. 

 
66 https://b.barnardos.org.uk/cygnetpsr_introduction-3.pdf 
67 https://contact.org.uk/advice-and-support/your-child-your-family/growing-up-sex-and-relationships/ 
68 https://learning.nspcc.org.uk/research-resources/schools/love-life/ 

https://b.barnardos.org.uk/cygnetpsr_introduction-3.pdf
https://contact.org.uk/advice-and-support/your-child-your-family/growing-up-sex-and-relationships/
https://learning.nspcc.org.uk/research-resources/schools/love-life/
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TASCC (Talking about sexuality in Canadian Communities) run by Alberta Health Services, 

Sexual and Reproductive Health in Calgary, designed, implemented and evaluated group 

workshops to train parents, as well as service providers, to promote healthy sexuality and 

relationships among youth with intellectual disability. One participant said, “This was a 

great presentation. I feel I have answers and… resources … Every parent will benefit from 

this”. Parents have expressed that they feel supported to think about what is typically a 

difficult topic to talk and teach about. They welcome the opportunity to address the stigma 

associated with people with diverse abilities and sexuality. 

Research related to this programme found that a blended learning approach, involving face 

to face and online opportunities was most effective for parents. Heather Cobb one of the 

programme coordinators told me “When we provided online learning for parents and 

providers, they valued the ability to take the modules at their pace and when they were free 

i.e. evenings”. 

The TASCC website has been designed to help parents: “understand how to work with their 

son or daughter and prepare them for growing up, healthy friendships, and healthy dating 

relationships”. Many of the tips and strategies included online can be practised at home.  

TASCC’s evaluation points to the idea that training parents together with their sons and 

daughters might be useful. However, one wonders if this might inhibit some offspring. In 

any case, the idea that everyone should get the same messages, whether that be staff, 

family members or people with learning disability certainly has proven validity.69 

Some participants on the Elevatus training course were parents, who were either members 

of peer support groups or in paid positions within an agency. They put forward a suggestion 

that parent-led training is more likely to be positively received by families, based on 

principles of mutual experience and understanding. As a result, a programme of training 

family members to be trainers had been initiated in some States. This chimed with the work 

undertaken at Montage in Toronto, where Linda Ger Walters, is employed as a parent 

representative to provide workshops, counselling and support communication between the 

family and agency around contentious issues. 

 
69 Training Parents and Service Providers to Promote Healthy Sexuality Among Youth with Intellectual 
Disabilities Wendi Lokanc-Diluzio, Sandra Reilly and Heather Cobb 
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Part of the Elevatus curriculum deals specifically with the issue of family needs, which I 

found particularly useful, as there are limited adult based resources of this nature and 

calibre in the U.K. The workshop plan acknowledges that talking to one’s children about sex 

can be difficult. Adding, ‘as parents and guardians, we often worry whether talking about it 

gives permission and whether our children can be safe from harm when they are in 

relationships’. 

The aims are to help parents become more comfortable in discussing sex and relationships, 

particularly examining: 

 Barriers to talking about sexuality 

 Knowledge about sexuality and learning disability 

 Practice skills in communicating about sexuality  

 

I found the frameworks provided within the Elevatus ‘Train the Trainer’ course to be 

enlightening and pertinent to practical situations that parents might encounter, especially 

those related to how to answer factual questions, approaches to sexual behaviours and a 

model of behaviour change.  

CASE STUDY: S.A.F.E. Educators  

I met Mary Ellen Goodwin, S.A.F.E (Sexuality Advocates for Education) Educators at the 

Massachusetts Sexuality trainer’s event. She and her co-Director are parents of young people with a 

learning disability, who set up the organisation because they could not find appropriate resources to 

assist with the demands of puberty.   

They now provide a range of courses to agencies and self-advocates, as well as running bespoke 

support groups and training for family members. 

One of their programmes, “A Trusted Person Who Can Help” is a three-hour training designed to 

help parents, among others, to recognize that every person grows and develops as a sexual being. 

Based on trying to improve comfort in talking about sexuality, the trainers provide tools for 

everyone to be able to respond in a manner which is helpful to their offspring. This came from a 

collaborative project in an area of Massachusetts, in which family members were involved. The 

course is formed around a set of guiding principles that were devised by a local Department of 

Developmental Services, which states that every person needs to have the support and education 

required for him or her to be safe and to thrive. This includes a recognition of the right to take 

reasonable risks, provided the safety and wellbeing of the ‘oneself and others are respected’. It also 

draws attention to the fact that people may need support to learn and exercise the right to say ‘no’. 

The SAFE materials include activities relating to sexual abuse prevention, the difference between 

public and private spaces, assertiveness, decision making and consent.  

The SAFE organisation is clear that parents play a vital role as sex educators and supporters of 

opportunities for healthy relationships. The trainers’ personal experiences, coupled with 

professional training, have contributed to a family sensitive, nuanced, peer learning curriculum. 

I am grateful to Mary Ellen for sharing this quote which ably represents the mystique surrounding 

sexual knowledge and amplifies why it is so important to provide those with responsibility for 

education with a comprehensive understanding of the subject: 
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CASE STUDY: S.A.F.E. Educators (continued) 

“I’ve often wondered what it would be like if we taught young people swimming in the same way we 

teach sexuality. If we told them that swimming was an important adult activity, one that they will all 

have to be skilled at when they grow up, but we never talked with them about it. We never showed 

them the pool. We just allowed them to stand outside closed doors and listen to all the splashing. 

Occasionally, they might catch a glimpse of partially clothed people going in and out of the door to 

the pool and maybe they’d find a hidden book on the art of swimming, but when they asked a 

question about how swimming felt or what it was about they would be greeted with blank or 

embarrassed looks. 

Suddenly, when they turned 18, we would fling open the doors to the pool and they would jump in. 

Miraculously some might learn to tread water, but many would drown.” 

 

Elizabeth Canfield Sexuality Educator 

 

 

 

Key learning points - Family Members 

 The model of training family members to deliver sex and relationships training is 

empowering for families and is likely to encourage higher levels of engagement. 

 Family carers groups would be appropriate partner organisations with which to 

develop this work. In any event, there should be participant involvement in the 

development and trialling of the family-focused materials. 

 However, family members should still be given the option to train alongside self-

advocates, professionals and staff if they wish. 

 

 A blended learning approach may be most suitable for family members. Offering 

online and face to face sessions will respond to caring commitments and availability 

issues. 

 Training should offer practical solutions to common issues and frequently asked 

questions, offering opportunities for mutual support and problem-solving. Follow-up 

advice, counselling and information is a welcome addition to such a training 

programme. 
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6.6 Particularly Marginalised Groups 

In response to a call for suggestions about what I should be exploring during the journey, my 

colleagues in England suggested that questions be asked about particular supports for 

people with a learning disability who are women and those who identify as LGBT+. This is in 

recognition of the added barriers and propensity to sexual violence attached to these 

characteristics and a shared desire to find impactful responses. 

6.6.1 Women 

Research70 suggests that women with a learning disability are more susceptible to sexual 

abuse than men. National data reports also found that: 

• 40% of women with a long-standing illness or disability have experienced partner 

abuse  

• In the three years ending March 2018, disabled women were almost twice as likely 

to have experienced any sexual assault in the last year (5.7%) than non-disabled 

women  

• 12% of cases dealt with by the Forced Marriage Unit involved someone with a 

learning disability68  

• Internationally, Women with learning disabilities are likely to endure abuse from 

their caregivers, a situation that has no analogue among nondisabled women71. 

They are often seen by perpetrators as ‘easy targets’ for abuse, but, despite their greater 

need, may have less access to specialist and general domestic violence services68. 

Sometimes this abuse happens in partner relationships, as part of more general domestic 

violence violations. Due to women’s higher level of vulnerability, I was interested to find out 

 
67https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/disability/bulletins/disability
andcrimeuk/2019 
68 Foreign & Commonwealth Office 2018 

71 Thiara,R., Hague, G., Bashall, R., Ellis, B. and Mullender,A. (2012) Disabled Women and Domestic Violence: 
Responding to the Experiences of Survivors. London: Jessica Kingsley 

6 

https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/disability/bulletins/disabilityandcrimeuk/2019
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/disability/bulletins/disabilityandcrimeuk/2019


71 
 

if particular approaches to prevention had been tried and tested in the organisations that I 

visited.  

Although I had anticipated that some of the projects would focus purely on women’s needs, 

maybe having women-only groups, I found that apart from one, this was not the case. 

However, there was also significant discussion about gender bias, diversity, sexual identity 

and sexism showing a great deal of concern about women’s needs. 

Interestingly, some of the projects had begun with a focus on women and then broadened 

out to include the wider population, recognising that everyone could benefit from the 

approach being used. This was true of 

IMPACT:Ability in Boston, which teaches self- 

defence techniques, in company with sexual 

health education to help individuals defend 

themselves against a sexual attack. Also, in 

Boston, the Area Rape Crisis Center, 

traditionally associated with the needs of 

women, is the lead organisation in the MASS 

Collaboration, which works to prevent sexual 

violence to all people with a disability. Similarly, Margaret Newbury-Jones of SHADE 

Consultancy, in British Columbia, recounted how she had adapted counselling skills to 

support a number of individuals to rightfully access female reproductive health screening. 

Many of the excellent projects, including some that I visited, are funded in the United States 

through a federal grant administered by the Office of Violence Against Women, Education 

and Technical Assistance Grants to End Violence Against Women with Disabilities, U.S. 

Department of Justice. There is, therefore, a national recognition of the need to 

acknowledge and respond to gender-based violence, but the fact that these grants can also 

be used for projects involving males with disabilities acknowledges that they too experience 

disproportionate levels of abuse and disadvantage. 

The Office of Violence against Women has also collaborated with VERA-the non- profit 

National Institute of Justice, on a number of disability-related projects, including the 

‘Forging new collaborations: A Guide for Rape Crisis, Domestic Violence, and Disability 

Organizations 2011’ and ‘A blueprint for change-Toward a National Strategy to End 

Sexual Abuse of Children with Disabilities’.201872 

These national reports serve to inform, enthuse and direct action at a local  and service 

level. 

 

 

 
72 https://www.vera.org/publications/forging-new-collaborations-a-guide-for-rape-crisis-domestic-violence-
and-disability-organizations 
https://www.vera.org/publications/a-blueprint-for-change 

https://www.vera.org/publications/forging-new-collaborations-a-guide-for-rape-crisis-domestic-violence-and-disability-organizations
https://www.vera.org/publications/forging-new-collaborations-a-guide-for-rape-crisis-domestic-violence-and-disability-organizations
https://www.vera.org/publications/a-blueprint-for-change
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In Toronto Doris Rajan, from IRIS (Institutes for Research and Development on Inclusion and Society) 

told me about the research she has done over many years, regarding women and violence1. This 

initially addressed the issue of violence against women with disabilities (including those with a 

developmental disability) and deaf women. She found that the type of sexual abuse experienced by 

the focus group members involved was: 

 Sexual abuse by those in positions of authority. 

 Child sexual abuse.  

 Often abusers were family members 

 Date rape.  

 Gang rape. 

 Violent rape by male partners.  

 Inappropriate touching by caregivers when washing, 

bathing, and dressing women 

 

The impact of these abusive acts was identified as profound 

and life-changing, causing mental illness, drug and alcohol 

dependency, low self-esteem, fractured relationships, 

poverty and mistrust. Furthermore, the power imbalance between women with disabilities and their 

abusers and the fact that services can be inaccessible was found to make it difficult for them to leave 

abusive situations. 

Recommendations from this study were wide-ranging; those most relevant to a prevention agenda 

being: 

1. Information, Awareness, and Empowerment for Women with Disabilities – Women need to be 

educated on what abuse is from an early age. They need information on where to go to get help. 

They need information on their rights and how to exercise them. With this information, women with 

disabilities can be supported to be self-advocates. 

2. Sensitive, skilled counsellors. Women need other women counsellors who have a strong 

understanding of the specific barriers’ women with disabilities experience. They need to be 

knowledgeable of the different way people with disabilities communicate. 

3. Women with Disability Support Groups – Women need a circle of support to help them with 

immediate, short, and longer-term planning towards an abuse-free life. 

4. Create a safe supportive community – Health and social services have to work together with 

women with disabilities to create a safe and supportive community for them to live in. There has to 

be a dramatic shift in the culture of supports and services that places the women’s needs as the 

central starting point for intervention. To support their findings DAWN-RAFH made a public service 

video-‘We can tell and we will’- to raise awareness of the right of women with disabilities to be 

believed when they report sexual assault and abuse73. 

 
73 https://www.dawncanada.net/issues/issues/we-can-tell-and-we-will-tell-2/we-can-tell-a-public-service-
announcement/ 
71 Rajan D The right to be safe IRIS 2018 
http://awrcsasa.ca/wp-content/uploads/2017/02/The-Right-to-be-Safe.pdf 

With Doris Rajan, Toronto 

https://www.dawncanada.net/issues/issues/we-can-tell-and-we-will-tell-2/we-can-tell-a-public-service-announcement/
https://www.dawncanada.net/issues/issues/we-can-tell-and-we-will-tell-2/we-can-tell-a-public-service-announcement/
http://awrcsasa.ca/wp-content/uploads/2017/02/The-Right-to-be-Safe.pdf
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Latterly, Doris has built on the recognised need, as outlined in point 4) for women with a disability to 

have safer living environments. This has led to the study of women’s housing options, particularly 

involving the most marginalised populations of women, who are often overlooked in generic gender-

based studies. She brought together a diverse group of women who have hitherto been seen as 

struggling to communicate: women who are refugees, indigenous, racialised, or experience physical, 

psychosocial and intellectual disability. Using an approach based on solidarity and their shared 

experience of persistent violence, poverty and housing inequity, the group development a strategy 

for safe, women-only housing, which is about to come to fruition. 

 

Key learning points – Women 

 Research and practice underscore the importance of providing sex education for 

women and girls with learning disabilities. 

 Domestic violence services, Victim Support Services, Rape Crisis Services and those 

that predominantly support women, should become aware of, and respond to, the 

needs of women with a learning disability. 

 Learning disability services should be sensitive to the potential for partner abuse, 

work in partnership with mainstream women’s services and be able to signpost 

when necessary 

  Women with learning disabilities should have access to information and counselling 

services that have been adapted to meet a range of communication needs. 

 The experiences of women with a learning disability have much in common with 

those of other marginalised groups. There is potential in forming cross-sectional 

alliances to plan and lobby for change. 

 

6.6.2 LBGTQ+ 

People with a learning disability who 

identify as LGBTQ+ have been 

described as feeling ‘invisible’, that is, 

in a largely heteronormative support 

environment, their sexual orientation 

may be subject to judgement, 

intolerance and discrimination. Research suggests that LGBTQ+ people with learning 

“We believe that by addressing the needs of the most marginalised women, we find solutions that 

will benefit all people who are struggling with finding suitable, safe housing and dealing with 

poverty and violence”. 

Doris Rajan 
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disability face greater risk of stigma, sexual assault and marginalisation than LGBTQ+ people 

in the rest of the population and people with a learning disability in general74. 

Yet, existing education packages, which aim to build homogeneous understanding and 

resilience, pay little or no attention to non-heterosexual relationships. This balance needs to 

be redressed so that training is expanded to include information about diverse sexual and 

gender identities. Such information is necessary for those living with intellectual disabilities 

to make educated decisions related to their sexual preferences and may help to reduce the 

negative outcomes, such as sexual harm, experienced by these individuals75. 

LGBTQ+ people with learning disability can also struggle to find a safe space to meet others 

facing similar challenges. When these spaces do exist, they can provide a secure 

environment in which peer support may flourish. In recent years, such groups have been set 

up in England, including one in my own area, but their development has generally been 

patchy and piecemeal. 

LGBTQ and intellectual disability support groups 

In Vermont, I met with Rose Montero, who facilitates the Vermont LGBTQ and disability 

support group, based at the Pride Center in Burlington. Rose is seconded from her job at the 

Vermont Center for Independent Living, to support the LGBTQ group. They welcome people 

with all disabilities, not just learning disabilities. Rose noted that this can be challenging, due 

to hierarchical prejudices within the disability community, but she has worked hard to 

develop mutual understanding so that members are more respectful of each other’s needs. 

The group meet every Wednesday for an hour, having topic-based discussion for three 

weeks of the month and a social activity on the last Wednesday. 

As well as being a safe place to talk, share information and problem solve, Rose felt that 

there had been benefits to people forming relationships, which they sometimes continue 

outside of the group. The base within the PRIDE Center also enables people to have a gentle 

introduction to the larger LGBTQ community. 

Coincidentally, I was able to attend Burlington’s Pride Festival during my visit, but before I 

had spoken to Rose or Thomas (subject of the following case study). I was surprised to see 

very little reference to disability there, despite asking for information from stallholders. 

Rose explained that previously there had been a discrete table, but now they preferred their 

 
74 Saskatchewan Prevention Institute. (2016) Report on Sexual Health Education and adolescents with 
intellectual disabilities 
75Abbot D and Howarth J (2005) Secret Loves, Hidden Lives. The Policy Press 
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information to be just part of the general PRIDE promotion. The group had also provided the 

organisers with advice on accessibility, including having a quiet, Autism-friendly, relaxation 

area. Besides, Thomas explained that a festival is not the most pleasant experience for 

someone with autism. This perspective was a reminder that inclusion takes many forms. 

 

In Toronto, I learned about the SprOUT Group, although unfortunately did not get the 

chance to meet with them. The group is all about connecting LGBTQ people labelled with 

intellectual disabilities. They hold fun events such as dances, barbeques, movie nights and 

parties and run monthly drop-inn sessions. The group is worthy of mention here because of 

their excellent and informative evaluation report76, which provides a blueprint for anyone 

engaged in similar work. It helpfully recounts the barriers to acceptance present in both 

disability and LGBTQ service systems, adding that ‘sprOUT’s goals are directly tied to these 

circumstances, emphasizing accessible, positive sexual health materials and the creation of 

sex-positive spaces where people with intellectual disabilities can explore their sexuality’. 

Participants made a short documentary, Our Compass, about their lives, with the themes of 

freedom, love, power, pride and hope. This is utilised in co-produced training that has been 

delivered to improve service access by creating increased capacity for communities and 

workers to respond to LGBTQ people labelled with intellectual disabilities. 

 

A more responsive approach is shown to create the following preventative outcomes: 

1. creation of a safe/supportive environment 

2. reduction in social isolation 

3. fostering of environments that affirm positive choices for coming out 

4. reduction in sexual risk-taking behaviours 

 
LGBTQ+ inclusive Education 

When questioned about LGBTQ+ training, many people that I met talked about having 

 
76 SprOUT project evaluation report 
http://www.griffin-centre.org/pdf/Empower-sprOUT.pdf 
 
Our Compass, a documentary created by SprOUT participants 
https://www.cultureunplugged.com/documentary/watch-online/play/52788/Our-Compass 

http://www.griffin-centre.org/pdf/Empower-sprOUT.pdf
https://www.cultureunplugged.com/documentary/watch-online/play/52788/Our-Compass
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integrated inclusive thinking into the whole of their education and information plans, 

ensuring that materials, case studies and images reflect the range of sexual choices. 

This is demonstrated in the Elevatus training pack77, where there are an initial consideration 

and explanation about supporting sexual orientations and gender identities, followed by 

LGBTQ+ issues being woven into the full curriculum. 

There were also notable examples of documented resources that reflect positive LGBTQ+ 

and disability identities, such as those produced by Real Talk, Vermont Pride Center, 

Right2Love and the Relationships Group. This is a vital addition to a trainer’s arsenal, given 

the low level of role models and affirmative imagery currently available. 

Both in Canada and America, I felt that sexual orientation was given greater attention in 

discussions, group activities and training programmes, than in England, where it is still often 

considered to be an addendum78.  

In Vermont, I met Thomas Caswell who describes his 

experience as ‘coming out, twice’, first as autistic and then as 

a gay man. He explained very eloquently the issues that he 

met in coming to terms with and sharing his dual identity 

with others. He believes the difficulties are compounded by 

both being invisible.  

Thomas won a national SARTAC (Self Advocacy Resource and 

Technical Assistance Centre) Fellowship, which has led to him 

becoming a champion and educator on matters related to 

developmental disability and LGBT+ identity. SARTAC’s role is to strengthen and support the 

development of self-advocacy organisations across the USA79. 

Every year they award 6 fellowships to outstanding self- advocates, who spend a year developing 

their leadership skills by engaging in a policy-related project. So, the prestige and purpose are not 

unlike that of being a Churchill Fellow. 

Thomas’s project entitled ‘I know who I am and I feel welcome’, addresses the needs of young 

people with disability coming out as gay, lesbian, bisexual or transsexual. Having asked people about 

their needs and what helped when they revealed their sexuality, he has written several insightful 

articles, now available on the SARTAC website, covering the following topics:  

 What the Words Mean – A Basic List of LGBTQ Words 

 Advice For Someone With A Disability Who Wants to Come Out Or Explore Their Sexuality

 Top Ways Teachers and Service Providers can Support a Person with a Disability Who is 

Coming Out LGBTQ 

 Guidelines for self-advocacy groups to be welcoming of people who are LGBTQ 

 
77 Elevatus Training.com 
78 Abbott D J H (2005) Secret Love, Hidden Lives? Bristol: Norah Fry Research Centre 
Thompson D (1994) The sexual experiences of men with learning disabilities having sex with men-issues for 
HIV prevention. Sexuality and Disability 12(3) 221-242 
79 https://selfadvocacyinfo.org/resource/resources-for-self-advocates-families-and-allies-about-coming-out/ 

https://selfadvocacyinfo.org/resource/resources-for-self-advocates-families-and-allies-about-coming-out/
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 Annotated Bibliography: A list of resources about being LGBTQ and having a Disability. Each 

resource is followed by a short description. 

 

These unique resources are useful and readable for everyone involved in learning disability services 

and will also contribute to meeting Thomas’s own aim of helping other people to be more sensitive 

and confident in offering relevant support. 

Thomas now attends Think College a non-degree certificate programme at the University of 

Vermont. He attends regular classes, with support from a student mentor. Some of his module 

choices-disability studies and equality and sexuality - have enabled him to learn, whilst also giving his 

fellow students the benefit of his lived experience. As a University student Thomas has been eligible 

to join the colleges LGBT group, which has also introduced him to a wider peer support network. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

At Burlington PRIDE, Vermont, U.S.A. 
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Key learning points-LGBTQ+ 

 It is useful to seek engagement with local LGBTQ+ groups so that they either take the 

lead or partner with learning disability agencies to set up support groups. This enables 

people to have improved access into the LGBTQ+ community. 

 Discussions and group access should be widened all people with disability, as the 

issues and barriers are shared. 

 We need to ensure that all sex and relationships education is fully inclusive, 

concerning sexual orientation and gender identities, particularly paying attention to 

the use of language, imagery and supportive, accurate information. 

 It may be helpful to acknowledge that support groups might appreciate engaging in 

social and recreational activities, rather than just focusing on discussions around their 

shared identity. 

 Personal narrative can be a useful means of promoting individuality and celebrating 

people’s strengths. This seems to be particularly useful for educational purposes and 

messaging to professionals, self-advocates and within the LGBTQ+ community.  

  Pride Festivals offer an excellent opportunity for people to be visible within the 

LGBTQ+ community. As well as attendance, there may be opportunities for advice-

giving at the planning stages, so that the events are generally accessible and inclusive. 
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6.7 Sexual Self Advocacy 

Working with groups of self-advocates, in recent years, who were demanding their right to 

sex education, information and opportunities for relationships has been invigorating. 

Clearly, co-production based on collective action with self-advocacy colleagues is effective, 

in terms of awareness-raising, attitude change and new service ideas. Searching around for 

meaning to these phenomena, I came across the idea of sexual self-advocacy in the United 

States. 

Finding out more about how this worked in practice was on the top of my list of things to 

explore during the fellowship journey. Was this what we had been developing-a growing 

interest and confidence in the expression of sexual rights, a thirst for sexual knowledge, an 

increased challenge to a system that openly denies opportunities for intimate relationships? 

Or was there much more to it and if so, how could the concept assist in preventing sexual 

harm? 

Meeting people with a learning disability and hearing their stories, as always, proved to be 

the best and most illuminating of learning experiences, during which the theory behind 

‘sexual self-advocacy’ was brought to life. 

I began to understand that the concept has emerged from self-advocacy practice in the USA.  

Self-advocacy has a civil rights base, stemming from the extremes of disempowerment and 

oppression that people have encountered. It is about people with a learning disability 

speaking up and speaking out about their right to control their own lives and make their 

own decisions.  

There are about 1200 self- advocacy groups in the States now, where local government has 

mandatory funding responsibilities. In England, the figure is approximately 100 and Local 

Authority funding for self-advocacy groups is discretionary. Some groups have been the 

casualty of austerity measures in recent years and are now more likely to be reliant on grant 

funding and earning money by selling services80. 

The figures may not be fairly comparable, due to differences in definition and governance. 

There is an argument, most strongly espoused in the UK that a real self-advocacy group 
 

80 Armstrong A and Walmsley J with help from members of BAROD (2019) Making sense of self advocacy today 

7 
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must be independent of services. In the US a number of the self- advocacy groups that I 

visited were affiliated to service provider agencies. Although I noted that they make 

vigorous efforts at separation from the host provider with their own management and 

support structures. 

The beginning of sexual self-advocacy can be traced to Green Mountain Self Advocates 

(GMSA) based in Montpelier, Vermont. They are an organisation, run by people with 

learning disabilities, who have a contract with the state developmental disability service to 

support self-advocacy groups across Vermont.  They describe these groups as meeting to: 

‘listen to each other, make new friends, learn about their rights and tell politicians and 

others why people with disabilities are important’. 

The most enlightening explanation about sexual self-advocacy came from my interview with 

GMSA’s employee, Max Barrows, one of its strongest proponents: 

“Firstly, self-advocacy is about someone with a disability speaking up for themselves and 

others. Then sexual self- advocacy is having the right information about you, your body, sex 

and how it works. It’s the merging of self -advocacy and sexual information so that people’s 

rights are upheld. It means that when someone is in a relationship, they can use the skills of 

speaking up, like being able to give consent and recognising abuse………but they can also 

speak out so that other people have the same opportunities”  

This description clarified the background, ingredients and purpose of sexual self-advocacy; 

as a branch of self-advocacy with a specific focus on overcoming relationships and sexuality-

related oppression at individual and societal levels. 

Further assistance comes from a participant study by Illinois University81, which identified 

the components of sexual self-advocacy as: 

 Choices 

People can make their own choices about what they want and how they express 

their sexuality. The choices made are their own and reflect their life experiences and 

values  

 Knowing & Respecting yourself 

Individuals being comfortable with and respecting themselves. People are given the 

chance to learn about themselves— about what they want, what they need, what is 

important to them and what they wish for in a healthy relationship, including how to 

love themselves. 

 Respect for Others 

Respecting other people in the way they communicate about their sexuality and the 

choices they make. It is also about respecting what the other person in the 

relationship likes and wants. 

 Respect My Rights 

Rights are something that each person has and under which all people are protected. 

 
81 Sandman L et al. In my voice: Sexual self-advocacy. University of Illinois 
https://sdc.ahslabs.uic.edu/wp-content/uploads/sites/19/2015/12/InMyVoice_SexualSelf-Advocacy.pdf 

https://sdc.ahslabs.uic.edu/wp-content/uploads/sites/19/2015/12/InMyVoice_SexualSelf-Advocacy.pdf
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Self -advocates know that they have rights and that other people should respect 

their rights and boundaries. 

 Speaking Up 

People can use their voice to speak up for themselves and others. Speaking up for 

others shows support for peers. Self- advocates can speak up for themselves or 

others in all kinds of relationships, including with friends, partners, family, staff and 

decision-makers. 

 Getting Information 

Learning about relationships and safety. It is important to learn how to find the 

information and who to ask for the information. It is important that people can 

understand the information and that it makes sense to them and their life. 

The interdependence of each area is represented by this diagram, with my choice the 

binding axis, known as the ‘central interlocular theme’ and respect and communication 

being the two facilitation and outcome wings. It is suggested that the seven themes are co-

related and that the two facilitation strands help conceptualize how sexual self-advocacy 

can and should operate. 

In the Illinois study82 self-advocates also described ways in which their capacity for sexual 

self-advocacy would be facilitated, by the following practical activities: 

 expanding access to information 
Self-advocates identified increased access to information about sex, including safe 
sex practices, different types of relationships, and different sexual orientations as a 
priority. 

 expanding access to sexual health services 
Self-advocates stated that access to accessible health services is important. They 
wanted to be able to get information about sexual health from multiple sources, 
such as partners, family, health professionals and staff. 

 
82 Sandman L et al. In my voice: Sexual self-advocacy. University of Illinois 
https://sdc.ahslabs.uic.edu/wp-content/uploads/sites/19/2015/12/InMyVoice_SexualSelf-Advocacy.pdf 
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 removing systemic barriers 
Self-advocates believed that multiple levels of systemic barriers need to be identified 
and dismantled. Systemic barriers can include physical inaccessibility of clinic 
locations, legal issues and professionals who do not treat people with disabilities 
with respect. 

 educating others 
Self-advocates believed educating other people, such as doctors, staff, and 
guardians, is important so they can provide respectful support. This includes training 
others on disability awareness and how to address sexuality questions for people 
with disabilities in an accessible manner 

 increasing access to counselling 
Self-advocates wanted people with disabilities to have increased access to 
counselling as a supportive service so they can talk about their feelings related to 
their sexuality. The term counselling is used to denote supportive relationships that 
have the goal of increasing and facilitating sexual self-advocacy whenever possible 
within a safe space. 

 developing opportunities for sexual expression.  
Self-advocates believed that people with intellectual disabilities need more access to 
opportunities for sexual expression, including private space and private time to 
express themselves sexually in the way they choose. They also need more 
opportunities to meet potential partners, practice and build skills for dating and 
relationships. 

 
This very practical approach, driven by self-advocates lived experience has led to 

widespread adoption, including the integration of the sexual self-advocacy philosophy 

within training programmes for people with a learning disability and staff. The Elevatus 

course programme that I attended had a section on sexual self-advocacy, with the full 

curriculum being designed to be co-delivered by a person who has a learning disability. 

Similarly, I witnessed the existence of advocacy 

groups, who were recipients of extensive sex and 

relationships training or had developed a campaigning 

focus in this area, such as the Right2Love Group in 

Calgary, the Relationships group in Toronto and the 

Sex, Lies and Citizenship project in British Columbia. 

All of these examples have allowed people to express 

their rights as sexual beings. I was struck, in a number 

of encounters, by the confidence and fervour with 

which people communicated their relationships needs, 

those of their peers and the changes required to rectify 

continued injustices. The word ‘communicated’ here is significant, as one of the notable 

differences between English self- advocacy groups and their North America counterparts 

was the increased use of support for people who do not use the spoken word. This ranged 

from having hearing impairment ‘signers’ in all meetings to the use of voice output 

Meeting with the 

Right2Love Group in 

Calgary 



83 
 

communication aids by people, which contributed to meetings having more inclusive 

representation. 

Meeting self-advocates in America and Canada who have spearheaded such significant 

changes at a local and national level was a humbling experience. Their personal stories 

illuminated my understanding of the power and potential of the voice of lived experience. 

Their examples gave meaning to the work that we have started in England, providing a road 

map and a headline for what needs to happen next. 

Two Sexual Self Advocate case studies follow: 

I met Max, who is autistic, during my visit to Green 

Mountain Self Advocates, where he works as an 

Outreach Director. But his reach is far wider, as he 

serves on some national committees, regularly presents 

at conferences and training sessions and has been the 

recipient of numerous national awards including, the 

White House Champions of Change Award in 2015. 

He epitomises what sexual self- advocacy stands for and 

has been a leading light in promoting the importance of 

people with a disability being acknowledged as sexual 

beings, within the self- advocacy movement and 

provider support systems. 

Max was involved with Karen Topper, GMSA’s Administrative Director and Katherine McLaughlin, 

who then worked for Planned Parenthood, in the development of a sex and relationships training 

pack to be delivered to self-advocacy groups by self-advocates. Subsequently, he became an 

educator and public speaker. 

Green Mountain Self Advocates is responsible for 21 self-advocacy groups in Vermont and part of 

Max’s role is to support their development and operation, including informing them of policy 

changes and providing relevant training and information. 

Max described applying the skills of self-advocacy to sexuality as entering ‘uncharted territory’. He 

said that this was the hardest part of self-advocacy, compared to other areas of interest such as jobs 

and a place to live, because there was so much opposition from support workers, family members 

and teachers. It seems that sexual self- advocacy amounts to ‘cracking the hardest of nuts!’ 

As part of GMSA’s training offer, Max has been involved in family training, through a partnership 

with the Vermont Family Network. He readily acknowledged the importance of recognising the 

family’s perspective, suggesting that family values and behaviour will strongly impact sons and 

daughter’s decision making about relationships, so they should be supported and influenced. I heard 

that family members had particularly valued learning about sexuality issues from Max and other self- 

advocates. Max is an inspiring leader and a confident speaker, whose commitment to challenging 

and what he called ‘myth-busting’ about the sexual lives of people with a learning disability is 

boundless. He is a positive role model for others in the field in the USA and I look forward to 

spreading his wise messages to people with a similar passion on English shores. 

With Max and ‘Topper’ at GMSA 
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Barb lived and breathed sexual self- advocacy before the concept was invented. Her achievements in 

fighting for her own rights and those of others are truly remarkable. To the extent, that during our 

meeting, I had to apologise for the number of times I declared ‘Wow’. 

She was one of the first members of the ‘People First’ self-advocacy movement in Canada, becoming 

their President and subsequently travelling the world to speak about equal rights for all, including 

addressing the General Assembly of the United Nations. 

Barb is a wonderful, yet humble, storyteller, who provided great insight into the history of 

deinstitutionalisation and service development in Canada. One of her greatest accomplishments, 

which relates to perhaps the most significant aspects of human sexuality, fertility, is known as ‘the 

Eve Case’ 

In the early 1980’s Barb and her colleagues, were part of the Consumer Advisory Committee of what 

was then called the ‘Canadian Association for the Mentally Retarded’, which has an organisational 

history equivalent to MENCAP in England. They heard about the case of ‘Eve’, whose Mother had 

seen her holding hands with her long- term boyfriend and decided that she wanted her to be 

sterilized. At that time, it was not uncommon for people with a learning disability both in the U.K 

and in North America to be sterilised against their will. This practice had been fuelled by the 

eugenics movement whose supporters argued that people with a developmental disability were the 

cause of many social problems and needed to be removed from society. 

The group that Barb led, managed to get funding and legal representation to challenge Eve’s 

Mother’s decision. The process took over 5 years, ending with the Supreme Court of Canada 

agreeing that neither Eve or anyone else should be sterilised, without their consent, unless there 

was a medical issue. 

This was a very important ruling in the history of the self- advocacy movement, as well as in Barb’s 

life, as it proved that self-advocates could steer real change, including through the highest court in 

the land. 

In her book, The Goode Life83, Barb wrote about the result: 

“I don’t see myself as a militant-I just believe in informed consent and equal rights for everyone. I 

also believe that if people with disabilities don’t stand up for their own rights, no one will”. 

The importance of being provided with accurate information in ‘plain English’, is something that 

Barb has campaigned for over many years. It has become one of the central principles of the sexual 

self-advocacy movement. As she explains: 

People need to learn what informed consent means. This goes for any operation, not just 

sterilisation. We need to get all the information we need to be able to give our consent. We need to 

understand all the benefits and all the risks involved. 

One of her colleagues in the campaign, almost 40 years ago was Harold Barnes, who also continued 

to be a national self-advocacy leader. They were obviously both ahead of their time in recognising  

 
83 Barb Goode, with Jim Reynolds-The Good Life 
Memoirs of Disability Activist Barb Goode Spectrum Press 2011. 
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the importance of sexual rights. In fighting for justice, Barb has found the person she described as 

the love of her life and her new fiancé. 

 
 
 
 
Key learning points - sexual self-advocacy 
 
 
 

 Sexual self-advocacy should be named and framed: explained and promoted as a 

useful concept to enhance collective and individual rights. 

 A public awareness campaign led by people with learning disability could educate 

others, whilst also attending to systemic barriers, including attitudes and access. 

 The model of a geographical hub or central organisation responsible for supporting 

other self-advocacy groups, whether within a provider organisation or otherwise, 

With Barb Goode and Aaron 

Johannes at Spectrum, 

Vancouver 

 

Barb’s book:  

The Goode Life  
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would be cost-effective, whilst also acting as a forum to catalyse and promote 

discussions about sexuality among people with learning disabilities. 

 Accessible, plain English, information about sex and relationships should be readily 

and consistently available. 

 Sexuality education should include practical advocacy skill sets, particularly about 

communication, assertiveness and choice making. 

 We should continue to celebrate and empower those people, like Max and Barb, who 

stand up for their rights and those of others.  

 

 

 
 

  

Postcard from Montage, Toronto 
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6.8 Partnership 

In England, dealing with the potential abuse and vulnerability of people with a learning 

disability is the responsibility of various individuals and agencies. Some of these are 

provided to all citizens, such as the Police and Health Services, whilst others, like support 

agencies, are focussed on disability-related needs. Understanding the different roles and 

obligations can create confusion for everyone, not least the people needing the services. Yet 

the intersection of responsibilities and the relationships between them are often critical to 

the effectiveness of the whole system. 

When things go wrong it is often reported as being due to a breakdown in communication 

between services. Recommendations frequently refer to the importance of a ‘joined-up’ 

approach, drawing attention to the importance of working across professional boundaries 

to meet shared goals. 

In terms of keeping people safe from abuse, this has been recognised by the introduction in 

England of multiagency safeguarding hubs. These MASH teams are co-located, with 

representation from the Police, Social Care and Health Services, with various other partners 

working alongside. They are the single point of access for all safeguarding concerns for 

adults who have care and support needs. Studies show that this approach has led to an 

improved standard of safeguarding practice84. 

Good practice 

There are also isolated examples of universal services either working alongside learning 

disability services or themselves fulfilling a preventative role. A few sexual health services 

offer specialist learning disability clinics, such as Connect in Kingston85. ARCUK is currently 

working on the Us-Too gender-based project, one of the aims of which is to improve access 

to domestic abuse and sexual violence services86. Although in Scotland, rather than England, 

the Rape and Sexual Abuse Service in the Highlands has developed No More! a sexual 

violence prevention program with and for young people with learning disabilities87.  

 
84 Home Office Multi Agency Working and Information Sharing Project Final report July 2014 
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/338875/M
ASH.pdf 
85 https://www.sexualhealthkingston.co.uk/for-healthcare-professionals/connect-service/ 
86 https://arcuk.org.uk/blog/us-too-project/ 
87 https://www.rasash.org.uk/prevention 

8 

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/338875/MASH.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/338875/MASH.pdf
https://www.sexualhealthkingston.co.uk/for-healthcare-professionals/connect-service/
https://arcuk.org.uk/blog/us-too-project/
https://www.rasash.org.uk/prevention
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Alongside these innovations, Learning Disability Partnership Boards88, continue to operate in 

some counties as a vehicle for bringing agencies together, to plan and deliver services. In 

Lancashire, this has resulted in an easy read information project with the sexual health 

service and a co-produced multi-agency training programme. 

Overall, however, despite the Equality Act89 obligations upon universal services to make 

reasonable adjustments, accommodations to meet the needs of people with a learning 

disability have been limited. The main impetus for change has also tended to come from 

advocacy organisations and learning disability practitioners. 

Partnership working in North America 

A striking facet of the organisations that I visited was their commitment to working with 

other partners. The model and degree of partnership varied from place to place, but 

universally, there was positive and close multi-agency working. These approaches can be 

classified using the following descriptors, according to the intensity of connection90: 

 Cooperation: Services work together towards consistent goals and complimentary 
services, while maintaining their independence, ensuring that they can achieve their 
own goals more effectively 

 Coordination: Services work together in a planned and systematic manner towards 
shared and agreed goals. This may involve working together on a shared project. 

 Collaboration: Services plan together and address issues of overlap, duplication and 
gaps in service provision towards common outcomes. This may lead to pooling of 
funds, co-location and joint projects.  

A number of the services visited reflected that they had experienced a need to push against 
an unhealthy organisational ‘silo’ mentality when agencies develop a blinkered self-limiting, 
restrictive approach. They all actively sought out other parties with a shared ideology to 
enhance their delivery model. 

There is a significant body of knowledge on the benefits of joint working in the social and 
health care fields91 much of which was cited by the individuals I met, drawing particular 
attention to the following advantages: 
 

 
88https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215893
/dh_122386.pdf 
89 https://www.gov.uk/guidance/equality-act-2010-guidance 
90 Percy-Smith, J. (2005). Definitions and Models: What Works in Strategic Partnerships for Children. Ilford: 
Barnardo’s 
91 Craven M.A.(2006) Better Practices in Collaborative Mental Health Care: 
 an Analysis of the Evidence Base. A report for the Canadian Collaborative Mental Health Initiative 

“The silos we work in - be they based on industry, professional cred, identity - are 

keeping us from making meaningful systems wide change” 

Erin Basler (Member, Massachusetts Sexuality Educators Network) 

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215893/dh_122386.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215893/dh_122386.pdf
https://www.gov.uk/guidance/equality-act-2010-guidance
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 Better use of scarce resources 

 Spreads the risks associated with innovation 

 Increased impact and effectiveness 

 Opportunities for a focussed response 

 Shared learning and understanding 

 Ability to achieve more than as a single entity 
 

Cooperation 

I experienced some learning disability providers working alongside local Sexual Health 

Services to develop targeted programmes, either delivered in tandem or by the sexual 

health workers themselves. It was notable that sexual health services personnel were 

informed by an inclusion principle, believing that their services should be accessible for 

everyone. The results have been that people with a learning disability are comfortable and 

confident in using a mainstream professional service. They also benefit from adapted 

education, provided by experts in the field. 

In Kitchener, Ontario, service provider Extend-a-Family works with the SHORE Sexual Health 

Centre, who employ a specialist disability worker. He provides free ‘SexAbility’ workshops in 

partnership with Extend-a-Family, a local support agency.  The rationale provided by SHORE 

is that they: 

“…. understand that people with developmental disabilities are often left out of 

conversations about relationships, sexual health and decision making. Additionally, those 

with developmental disabilities experience a significantly higher rate of sexual assault, 

unplanned pregnancies and STI’s”. 

There were similar arrangements in Calgary between the Right2Love Group and the Centre 

for Sexuality and in Vancouver ‘Real Talk’ work in partnership with Options for Sexual 

Health. Each of these dynamic pairings were framed by shared values and synergistic social 

aims 

  

Training provided by SHORE at the Extend-a-Family 

service 

In Calgary the Right2Love 

Group and Calgary Sexual 

Health Service teamed up to 

provide this training 
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 “A lot happened initially through networking and being on an advisory 

board…….the police said sometimes we have allegations of sexual abuse of an 

adolescent with developmental disability, but it doesn’t go anywhere. So the 

prevention piece was something the police were very, very interested in” 

Lee Murray 

 

 “A lot happened initially through networking and being on an advisory 

board…….the police said sometimes we have allegations of sexual abuse of an 

adolescent with developmental disability, but it doesn’t go anywhere. So the 

prevention piece was something the police were very, very interested in” 

Lee Murray 

 

 

In Saskatoon, Lee Murray, from the University of Saskatoon, was instrumental in 

setting up a multidisciplinary group to further the implementation of a sexual abuse 

prevention programme for young people, including those in the school system. This 

gathering is referred to as a MEITHEAL, which is an old Irish word for a cooperative 

gang who come together for a common, mutually supportive purpose. 

I had the pleasure of attending one of the regular Meitheal meetings, with people from the 

University, Social Work and Psychology students, educational practitioners and a sexual and 

reproductive health professional from Saskatchewan Prevention Institute. Individuals talked about 

the value of learning from one another, listening to different professional perspectives and sharing 

resources. They also felt that the group helped to sustain motivation and provide the impetus for 

individuals to continue challenging negative attitudes. 

The model, which Lee Murray describes as taking an ‘interdisciplinary and intersectoral community 

developmental approach’, also owed much to her leadership and vision, a matter confirmed by 

members of the group. From an academic perspective, she felt that the opportunity to listen and 

learn from public and voluntary sector community partners, including the Greater Saskatoon 

Catholic Schools (GSCS), the Saskatoon Sexual Assault and Information Centre (SSAIC), the 

Saskatchewan Red Cross RespectED programme had enhanced the project quality and impact.   

  

 

  

 

 

 

 

 

  

  

 

 

 

 

 

 

 

The Author with members of 

the Meitheal Group, 

Saskatoon 
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Coordination 

Observations of coordinated practice were seen in a few short-term projects and mutually 

beneficial arrangements. 

In Kelowna, British Columbia, I met with Kirsten Charles who is employed at the 

Developmental Disability Mental Health Service. The DDMHS works with people who have 

both a developmental disability and a diagnosed psychiatric condition. This was a welcome 

contrast to the system in England where Learning Disability and Mental Health services tend 

to be quite separate, leading to problems in people accessing appropriate therapies and 

services92. 

Kirsten provided information that explained her services purpose: 

a specialized team of multidisciplinary mental health professionals providing respectful and 

individualized assessment, intervention, and education services for adolescents and adults 

with co-existing intellectual developmental disorders and complex mental health needs. Our 

goal is to work collaboratively with clients, families, caregivers, and other supportive services 

to optimize individual well-being and quality of life. 

The direct therapeutic interventions are tailored to client need. Group sessions are also 

held, based on dialectical behaviour therapy skills training, which includes a section on 

Relationship Effectiveness93. However, this service also commissions Margaret Newbury-

Jones from SHADE to offer specialized counselling for people with specific sexual health 

needs, in recognition of the gaps in their expertise. 

Spending time with Doris Rajan from the IRIS Institute in Toronto opened my eyes to the 

limitations of considering issues through the narrow perspective of the learning disability 

world. Her version of coordination is about widening the lens, taking a community-building 

approach based on the commonality of need. 

She has spent many years researching social issues on behalf of the Canadian Association for 

Community Living, a family-led intellectual disability organisation. When tasked with 

exploring the needs of women with intellectual disability who experience sexual violence, 

based on previous positive results, she gathered together a diverse group of women with 

lived experience of gender-based oppression, including representation from indigenous 

people, refugees, people with mental health needs and people with disabilities. The focus 

was on capturing grassroots knowledge and developing cross-sectional understanding. Doris 

described the cultural divides and prejudices falling away, being replaced by solidarity and 

reciprocal understanding. Her message was that there are significant benefits to a 

coordinated approach based on shared experiences, rather than imposed labels94. 

 
92 https://www.mentalhealth.org.uk/learning-disabilities/publications/feeling-down-improving-mental-health-
people-learning-disabilities 
93 Charlton M. 2008 Adapting Dialectic al Behaviour Therapy for Special Populations. 
https://pdfs.semanticscholar.org/9e22/3fdb663d2390021c19a2bdd3a78d3390e473.pdf 
94 Rajan.D (2018). Women with Disabilities and Housing 
Learning Network 
IRIS. Institute for Research and Development on Inclusion and Safety 

https://www.mentalhealth.org.uk/learning-disabilities/publications/feeling-down-improving-mental-health-people-learning-disabilities
https://www.mentalhealth.org.uk/learning-disabilities/publications/feeling-down-improving-mental-health-people-learning-disabilities
https://pdfs.semanticscholar.org/9e22/3fdb663d2390021c19a2bdd3a78d3390e473.pdf
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A coordinated project exemplar, involving an ‘outside the box’ approach to chosen partners, was 

found in the MASS Collaboration based in Boston. The MASS acronym, not just a shortened version 

of the State location, stands for Movement for Access, Safety & Survivors. They are a collaboration 

between the Boston Area Rape Crisis Center, Boston Center for Independent Living, Massachusetts 

Bay Transportation Authority (MBTA), and Massachusetts Bay Transportation Authority Transit 

Police.  The partnership strives to create sustainable systemic change within and between the 

member organizations so that survivors/victims of sexual violence with disabilities in the Boston area 

have access to quality services that promote safety, empowerment, and healing. 

One of the unique aspects of the MASS Collaboration is their work on how to create a public 

transportation environment that is safe from sexual violence for people with disabilities, including 

ensuring that reporting mechanisms are accessible. A tool has been developed to help assess these 

forms of safety, including development plans for improvements in these areas. The MASS 

Collaboration is also increasing the skill and comfort of transport employees to work with people 

with disabilities through information and training on topics such as responding to a report of sexual 

violence from a survivor/victim with a disability and how to secure wheeled mobility devices in a 

manner that is safe and empowering to customers. 

People involved in the MASS Collaboration meeting that I attended, particularly those from the 

Boston Center for Community Living, were keen to stress the benefits of shared information.  They 

have produced literature and joint training programmes which contribute to their target of 

increasing the knowledge, skills and confidence of professionals, staff, and volunteers, within their 

organisations and externally. This includes a safety toolkit for people who employ personal care 

assistants95 and a training programme for transport police96.  

 

 

Collaboration 

Developing a joint venture, with pooled resources, is possibly at the pinnacle of partnership 

working. Collaborative partnership involves providers from different agencies or specialities, 

working together to offer complementary services and mutual support, to ensure 

individuals receive the most appropriate service from the most appropriate provider in the 

most suitable location, with a minimum of obstacles. Collaboration can involve better 

communication, closer personal contacts, sharing of resources and joint system planning.  

 
95 https://www.endabusepwd.org/publications/toolkit-supporting-empowering-safe-personal-care/ 
96 https://www.endabusepwd.org/community/mass-collaboration-movement-for-access-safety-survivors/ 

“We believe that our project brings together an unconventional set of collaborators to 

create systemic change.” 

MASS Collaboration Charter 

https://www.endabusepwd.org/publications/toolkit-supporting-empowering-safe-personal-care/
https://www.endabusepwd.org/community/mass-collaboration-movement-for-access-safety-survivors/
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It takes organisational bravery, mutual trust and considerable effort to provide a service 

together, on an equal basis. The examples I witnessed had all these qualities but were also 

hugely influenced by their desire to do things differently, founded on the knowledge that 

they could share the risks and benefits of innovation and a common vision. 

In Vancouver, Building Caring Communities (BCC) is a partnership of four direct service provider 

agencies -Burnaby Association for Community Inclusion (BACI), Inclusion Powell River Society, 

Kinsight and posAbilities, who came together in order to end social isolation and address the issues 

around loneliness for people with developmental disabilities. 

Their work is guided by the principles of Asset Based Community Development – a belief that 

everyone can contribute their gifts, skills and attributes. Community Connectors who are employed 

by each organisation, with a Manager employed by BACI, spend time in neighbourhoods in search of 

welcoming places, always looking for ways to support people in sharing their gifts with others. This 

has led to people with a learning disability being less dependent on service systems and more 

engaged in meaningful relationships, within their communities of interest. 

However, the Community Connectors began to notice that a significant number of their 

‘participants’ were expressing a need, not just to be part of the community, but to be part of a 

‘couple’. Following extensive research and participant consultation, they launched ‘Let’s Get Real’ 

which provides 6 weekly opportunities for people with learning disabilities to get together, in 

ordinary community settings, to ‘express and pursue their sexual aspirations’. 

Clearly, attention to sexual health and wellbeing is relevant to a number of different community 

organisations, each of whom might traditionally decide to develop their own unique small -scale 

preventive responses. These examples demonstrated that the alternative of pooling ideas, creativity, 

personnel and organisational energy can produce economies of scale and innovation. 

“Coming together is a beginning. Keeping together is progress. Working together is success.”  

Henry Ford 

The author learning about community connecting in Vancouver 
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Key learning points - Partnership  
 

 Partnership working can contribute to breaking down the barriers associated with 
preventing sexual abuse of adults with a learning disability 

 Having a strong, motivated leader or leaders is a key factor in the drawing together 
and coordination of various agencies 

 A coordinated approach is crucial because sexual health and sexual abuse of adults 
with a learning disability is multi-dimensional and unlikely to be met by one agency or 
sector alone 

 When thinking about partnership it is helpful to think widely, not always in terms of 
the usual suspects, as those people working on the periphery of an issue may have an 
important contribution to make. 

 Self-advocacy and family carers group are central to a co-produced, coordinated 
approach to prevention. 

 A partnership should engage people at all levels, rather than just Senior Managers, to 
maximise creativity and innovation.  
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6.9 Culture 
 

 

 

 

 

 

 

 

 

Organisational ethos 

I had anticipated that this journey would provide new insights into training approaches and 

methods, that I would discover the meaning of sexual self-advocacy, that innovative ways of 

thinking about sexual abuse prevention would unfold. All of this transpired, with the 

addition of a more surprising revelation, which was quite simply the dawning reality that the 

embedding of sexual safety teaching is highly dependent on the prevailing organisational 

culture. 

Without exception, my hosts articulated an explicit philosophical base for their work, which 

they recognised as leading unobtrusively to a consideration of the needs of the whole 

person, from which sexuality cannot be divorced. There appeared to be a unanimous 

understanding that to take on the multifaceted role involved in supporting intimate and 

personal relationships, the staff themselves need an enabling structure within which to 

operate. 

In England 

In England, social care has a sound value base, related to human rights, equality, respect, 

dignity, self- determination and the often quoted, but arguably, less often practised person-

centredness. Most social care organisations advertise themselves as being person-centred. 

This is interpreted as having a holistic view of an individual’s needs, taking into account their 

own views and building relationships with those who care about them, to promote 

independence, autonomy, choice and control. A person-centred organisational statement 

does not, however, automatically transfer to a whole person consideration, including 

relationships in their widest sense and including open discussion about sexuality. 

Notwithstanding the all-pervasive fear and embarrassment inherent in our cultural 

unwillingness to discuss sex, there appears to be something else going on within the English 

social care system that is inhibiting open dialogue. There is a predominantly behaviourist, 

prescriptive, paternalistic culture, with an emphasis on safeguarding, above personal 

autonomy. The resulting environment can be oppressive for those who are served and 

people who work within it. It is an infertile ground within which healthy safe intimate 

relationships cannot routinely be nurtured and flourish. It is the soil that spawns 

9 
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pathologizing any hint of sexual contact, is tolerant to people being split up as a solution to 

relationship difficulties, turns a blind eye to inappropriate sexual touching, smiles about 

pretend ‘partners’, even fails to see intimacy as having any relevance to the bureaucratic 

assessment process. 

An alternative perspective 

The gradual realisation, as I moved across the North American continent, that there was an 

articulated link between an organisation’s philosophy, it’s cultural norms and a willingness 

to address sexual wellbeing, reached a crescendo in a meeting with Michael Lavis and Tim 

Jones in Saskatoon. 

Both agency Chief Executives, they were able to describe, with passion, the synergy 

between their organisational principles and beliefs and the recognition that, like everyone 

else, the people they support have ordinary sexual needs which sometimes require 

extraordinary education and support. 

This knowledge served to address many of the frustrations that I have felt in recent years 

when, in varying degrees, training and information efforts for staff, self-advocates and 

family members, have been met with suspicion and restriction by some providers and 

human service workers. I had been sowing the seeds on fallow turf. 

Organisational change 

Dave Hingsburger 

The attributes of an organisational system able to foster healthy sexuality and endorse 

preventative measures have been previously identified, by Dave Hingsburger, as: 

 Clear policies to guide the expression of sexuality and staff responses. 

 Participation of staff and parents in sexuality awareness seminars 

 Support for self-advocacy 

 Relationships training for people with a learning disability 

 

Hingsburger argues from the standpoint of the oppressive historical context of individuals 

sexual experience, characterised by denial, misinformation and victimisation. He claims that 

‘the psychological problems that people with disabilities experience is iatrogenic (induced 

by the system)’, therefore, work must be done to change the system: that is to create a safe 

environment in which the individual can be a whole person97.  

Meg Stone 

Additional insight was provided by the approach taken at the IMPACT:Ability programme in 

Boston, with a dedicated commitment to preventing sexual harm amongst the people they 

support. This is described as making a visible, coordinated effort that includes official 

policies, education, and creating an organizational culture that supports choice, welcomes 

 
97  Hingsburger D (1992) Cautions and considerations for providing sex education for people with 
developmental disabilities who live within group homes. Journal on Developmental Disabilities, 1, 42–47. 
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challenging conversations, ensures respectful communication, and values healthy 

relationships. 

IMPACTS' Director, Meg Stone has identified the components of an organizational culture 
that prevents sexual abuse, as one in which98: 
 

 Constructive challenge is welcomed 

 Communication about difficult issues is supported 

 Support systems help direct support staff hold the emotional weight of abuse 

 Boundary violations are addressed & challenged 

 Spaces are created for people to think critically about when and why individuals are 
touched 

 

She describes the challenge of creating teams that are trusting and cohesive enough to 
grapple with the complexities of sexual abuse, but not so loyal that they fail to act when co-
workers abuse power or violate individual’s boundaries. Furthermore, she argues that this 
balancing act must be supported by strong leadership, a no-blame approach and reflective 
supervision. In the absence of these key cultural factors, sexual harm can be unnoticed, 
disregarded or ignored. 
 
The organisational change strategy at TRIANGLE (the parent company of IMPACT:Ability) 

based on Meg Stone’s principles was the subject of research conducted by the Institute for 

Community Health99. The results showed increased abuse reporting and people able to 

advocate for themselves about personal safety. Interviewees expressed that TRIANGLE had 

become a safer place for the clients and suggested that the organisation was more 

conducive to self-advocacy. Staff were also clearer about the relevant organisational policies 

and how to manage difficult situations, including boundary issues. 

 

Two stand out systems approaches  

Two organisational approaches dominated the observed service systems in both Canada and 

America, whilst also complementing the ideas presented by Dave Hingsburger and Meg 

Stone: 

Trauma Informed Services 
Service providers, academics, trainers, family members and the self-advocates that I met all 
talked about the importance of creating a backdrop to relationships and sexuality work that 
produces an atmosphere of safety and empowerment. The words ‘trauma informed’ were 
echoed throughout my visits. 
There have been many times in my career when I have been struck by the appalling 

treatment meted out to people in the name of welfare, by the difficult circumstances that 

people have endured, compounded by multiple losses that they neither understood or had 

 
98 https://shriver.umassmed.edu/ 
99 Quality Is No Accident was developed by the Center for Developmental Disabilities Evaluation and Research 
(CDDER) of the E.K. Shriver Center/University of Massachusetts Medical School in collaboration with the 
Massachusetts DDS. 

https://shriver.umassmed.edu/
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explained. I have always believed that there was a need to compensate people, providing 

the opposite of the harsh and impersonal responses associated with past institutional care, 

still sadly known to feature in some present facilities. This means having an explicitly kinder, 

gentler and more attentive demeanour as a means of rebalancing and building trust. What 

Meg Stone describes as ‘helping people heal from past injustices’. 

Understanding trauma informed approaches  
Trauma informed approaches are predicated on a recognition, informed by research and 

practice, of the prevalence and impact of trauma in the learning disability community100. 

Trauma in this regard refers to experiences that cause intense physical and psychological 

stress reactions. This may be from a single event, multiple events or a set of circumstances 

experienced by an individual as physically and emotionally harmful or threatening and that 

has lasting adverse effects on the individuals physical, social and emotional, or spiritual 

wellbeing. In learning disability services, we have failed to acknowledge the long-term 

impact of accepted, but insidious practices such as regular staff changes, imposed routines, 

service moves without discussion, expectations of compliance and non-consensual physical 

contact. 

Margaret Newbury-Jones, who runs SHADE Consultancy in Kelowna, was particularly helpful 

in explaining how she uses a trauma informed lens in sexuality teaching and counselling 

sessions. This is sometimes manifested in the initial referral descriptor masking an 

underlying and unreported abuse or trauma experience. She recognises that ‘Traumatic 

stress is frequently seen in clients in the form of behavioural “challenges”– that is, distinct 

changes in behaviour rather than articulating distress or stress’. With the use of adaptive 

resources, such as pictures, objects, videos and worksheets, Margaret has been able to 

create a safe, therapeutic environment, in which people can explore some of the most 

difficult and harmful aspects of their past lives. 

As she notes in a recent article: 

‘Folks with intellectual developmental disabilities are sadly victimized and abused at rates 

higher than the general population. They too need our support and expertise; they too 

experience traumatic symptoms, anxiety, depression and other challenges; they too can heal 

with our help.’101  

At a service level, a trauma-informed organisation is one that thoroughly incorporates, in all 

aspects of service delivery, an understanding of the prevalence and impact of trauma and 

the complex paths to healing and recovery. Trauma-informed services are designed 

specifically to avoid re-traumatizing those who come seeking assistance. They seek ‘safety 

first’ and commit themselves to ‘do no harm’102. They also recognised that staff may come 

to support work with their own trauma histories or may experience secondary trauma as a 

 
100 Keesler. J.M A Call for the Integration of Trauma-Informed Care Among Intellectual and Developmental 
Disability Organizations. Journal of Policy and Practice in Intellectual Disabilities 11(1) · March 2014 
101 Newbury-Jones. M. Counselling Women with Intellectual and developmental Disabilities 
Ending Violence Association of BC. Issue 2019-1 
102 Fallot, R. D., & Harris, M. (2006). Trauma-informed services: A self-assessment and planning protocol. 
Washington DC: Community Connections. 
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result of working with alongside people who have been traumatised. Therefore they pledge 

to create a culture of workforce care that permeates the organisation from top to bottom. 

In relation to having open conversations about sexuality, it means being sensitive to the 

misinformation and negative experiences that people have had in the past, exploring the 

individual’s history with care and recognising that they may have additional emotional 

barriers to forming healthy attachments. It means that the organisation should aim to do 

the opposite of the original trauma, supporting people to build relationships of their 

choosing, free from fear, intimidation or judgement. 

The success of trauma informed practice in the States appears to be partly driven by central 

government’s decision to pursue and support its implementation, based on research by key 

national bodies103. This is supported by training, advice and written guidance. So, for 

instance, British Columbia has produced a ‘Trauma Informed Practice Guide’ to assist 

practitioners and organisations with systems change, whilst there are also American 

publications specifically relating to trauma and intellectual disability104. 

Implementation 

Trauma informed practise has been widely implemented within Children’s Services in the 

UK105. There are examples of city-wide strategic approaches106 as well as a national plan for 

Scotland. More recently the approach is being adopted by some adult services107, with a few 

 
103 http://bccewh.bc.ca/wp-content/uploads/2012/05/2013_TIP-Guide.pdf 
Trauma informed practice guide BC Provincial Mental Health and Substance Use Planning Council 
104 Marcal S and Trifoso S. A Trauma-Informed Toolkit for Providers in the Field of Intellectual & Developmental 
Disabilities Centre for Disability Studies New York 
105 A Trauma Informed Health and Care approach. https://www.gov.uk, https://napac.org.uk 
106 Envisioning Plymouth as a Trauma Informed City. https://Plymouthoctopus.org 
107 The Scottish Psychological Trauma and Adversity learning planhttps://www.nes.scot.nhs.uk/ 

http://bccewh.bc.ca/wp-content/uploads/2012/05/2013_TIP-Guide.pdf
https://www.gov.uk/
https://napac.org.uk/
https://plymouthoctopus.org/
https://www.nes.scot.nhs.uk/
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learning disability adoptees, notably in Wales and Devon108 and the national organisation 

Dimensions109.  

However, there has been surprisingly limited application in learning disability services, given 

the evidence that this population is particularly at risk of experiencing adverse childhood 

experiences, with a higher propensity for adult bullying, harassment, abuse, rejection and 

social segregation.  

Case example 

Manager’s at SIA in Saskatoon were able to illustrate how they had integrated trauma 

informed practice into their other working models:’ We’re trying to infuse elements of it 

into our organisation. What we’re learning is that the connection between our person-

centred and Gentle Teaching approach and trauma informed care is it’s pretty closely linked 

in terms of the importance of consistency and relationships.’ As a result, they do not move 

staff about from service to service, preferring to facilitate long term relationships. This has 

had a notably positive impact on staff morale and turnover. 

  

 
108 Developing a trauma informed learning disability service in Devon 

http://www.1000livesplus.wales.nhs.uk/sitesplus/documents 
109https://www.dimensions-uk.org/news-blog-post/thinking-trauma-informed-care/  

“There is no more effective trauma informed intervention than a safe relationship”. 

Bruce Perry 

Images from Northwestern 

Counselling and Community 

Services, St Albans, Vermont, U.S.A 

“People with developmental disabilities can develop healthy sexual relationships if they 

live in healthy environments surrounded by people with appropriate attitudes” 

Dave Hingsburger and Susan Tough 2002 

http://www.1000livesplus.wales.nhs.uk/sitesplus/documents
https://www.dimensions-uk.org/news-blog-post/thinking-trauma-informed-care/
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Case Study: A culture of gentleness  

It was no surprise that Michael Lavis, the Director of the provider organisation Creative Options 

Regina (COR), was also the person behind the web-based ‘Tell it like it is!’ relationships training 

programme. He set up COR in 2008 to support the most ‘difficult to place individuals’ who were on 

an extensive waiting list for support. Applying an approach known as ‘the culture of gentleness’ has 

enabled these and other individuals to flourish and become valued members of their community.  

The culture of gentleness ethos builds on the ideas of John McGee110, who developed gentle 

teaching as a way of helping marginalised people to feel safe, loved, loving and engaged. I first heard 

about this in the 1990s from an American Psychologist Herb Lovatt,111 whose lectures in the North 

West of England convinced many that his gentle teaching approach to helping people labelled as 

having ‘challenging behaviour’, was more humane and effective than the prevailing behaviour 

modification methods. Whilst it could be argued that Gentle Teaching influenced the development 

of Positive Behaviour Support in the U.K112., research in this country seemed to indicate that 

behavioural approaches were more effective in reducing presenting difficulties113, which resulted in 

gentle teaching being largely discredited.  

In recent years gentle teaching approaches, in parallel with trauma informed approaches have 

focussed as much on systems implementation as they have on 

individual therapeutic interventions. This has seen a move from the 

idea of individualised gentle teaching to that of creating an 

organisational culture of gentleness114. 

The philosophy rests on the importance of the people in an 

organisation and the interdependent relationships that they inhabit. 

The intention is to create the same compassionate approaches 

amongst everyone in the organisation, whichever section they work 

in and at whatever level.  

The four pillars, espoused by gentle teaching -safe, loving, loved and 

engaged, are delivered through nurturing, teaching and non-

judgemental companionship, as a vehicle for everyone’s wellbeing. 

These pillars are also the elements that build self-esteem, capacity to form relationships with others 

and recognition of sexuality, seen as part of the human condition.  

These are reflected in COR’s Gentle Teaching primer:‘Loving others is what we want for the people 

we support. They can only get to that point after they feel safe and loved themselves. They will need 

our help to learn how to be loving especially if their disabilities or life stories make it difficult to 

reach out to others’115 

 
110 McGee, J, Menolascino, F J, Hobbs, D C and Menousek, P E (1987) Gentle Teaching: a non-aversive approach 
to helping persons with mental retardation. New York. Human Sciences Press 
111 Lovatt.H. Learning to Listen: Positive Approaches and People with Difficult Behavior.(1996) Brookes 
Publishing 
112 BILD Drivers for Positive Behaviour Support in England and Wales Centre for the advancement of PBS 2016 
113 Gates, B.; Newell, Robert J.; Wray, J. (2001) Behaviour modification and gentle teaching workshops: 
management of children with learning disabilities exhibiting challenging behaviour and implications for 
learning disability nursing 
114 Jones R.S and  McCaughey RE. Gentle teaching and applied behavior analysis: a critical review. J Appl Behav 
Anal. 1992 Winter;25(4):853-67 
115 Additional information about Gentle Teaching can be found at: 

about:blank
about:blank
about:blank
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Case Study: A culture of gentleness (continued) 

Michael and his collaborators have transferred their compassionate, rights-based approach to the 

development of the Tell it like it is! sexuality education programme, which purposely provides a 

positive environment for people with intellectual disabilities to safely explore sexuality and sexual 

health issues. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Key learning points - Culture 

 Organisations should put evidence-based measures in place to make their 

environments and operational practices are receptive to open discussions about sex 

and relationships. 

 These measures have also been shown to promote wider aspects of personal safety 

and therefore should be of interest to people connected with varied social care 

systems, including safeguarding workers, self-advocates, regulators, commissioners, 

trainers and Social Workers. 

 Trauma-informed care and a culture of gentleness represent whole systems 

structured approaches, which could build on the best aspects of English learning 

 
https://creativeoptionsregina.ca/wp-content/uploads/2015/03/Gentle-Teaching-Primer-2014.pdf 
https://gentleteaching.com/us/gentle-teaching/ 

“COR develops innovative support that facilitates opportunities for personally meaningful growth 

and interdependent relationships where people feel valued”. 

 

Michael (seated), Dallas and Natalya, 

‘Tell it like it is’ collaborators 

Saskatoon, Saskatchewen 

about:blank
about:blank
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disability service philosophy and provision. Such approaches have positive 

implications, much bigger than relationships considerations. It is pertinent that there 

is a growing interest in these practices across the wider social care arena and in a 

small way within learning disability services, however, there is much more to be done.  

 An organisation that gives relationships at every level, priority and credibility provides 

a fertile ground from which to grow sex and relationships education. To create safe, 

sexually sensitive environments organisations may need to engage in cultural change. 

 Service providers may benefit from support, information and advice on the changes 

necessary to their organisational policies and practices, before investing in a 

programme of sex and relationships training for staff and the people that they 

support. 
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Tackling the ‘final frontier’. 

America and Canada provided inspiring examples of services and individuals who have been 

unafraid to tackle an area that one commentator has called ‘the final frontier of social 

care’116. Thinking about sex and sexuality can be challenging at the best of times. Even more 

so when considered alongside the identified vulnerabilities of learning disability, with the 

need to balance the dignity of risk against the responsibility to maintain safety. 

The idea of sexual safety was at the heart of this enquiry. I aimed to learn about proactive 

approaches to protecting people with a learning disability from sexual abuse. I was 

particularly keen to explore services that used advocacy and education to promote the 

knowledge, skills and opportunities associated with safe, loving relationships. 

The people that I visited did not pretend to have all the answers to this issue, but they had a 

spirit of enquiry, with a genuine zest to find solutions, sometimes in experimental, 

potentially uncomfortable ways, such as normalising relationships conversations in ordinary 

settings or providing self-defence lessons. In the main statistics did not reveal a dramatic 

change in the incidence of sexual abuse, although comparisons are difficult, as many relate 

to disability in general or women in particular. However, observations and verbal feedback 

from the self- advocates and staff that I met, demonstrated an anecdotal improvement in 

peoples capacity to repel from sexually inappropriate behaviour and engage in relationships, 

as a result of the prevention-based approach. 

 Observing preventative practices, particularly when they are co-produced and delivered 

cooperatively, showed that there are real alternatives to our bureaucratic, authoritarian 

approach to the business of safeguarding. People in receipt of services, family members, 

direct support staff, external agencies and those you would least expect, like bus drivers, are 

interested in and have a role to play in keeping people safe. The challenge is to engage them 

in ways that are relevant and discernible. 

Similarly, I learned that it is possible to move from a protectionist perspective to one of 

empowerment and opportunity, in recognition of people’s right to information and 

intimacy. In England, this will require a shift in thinking about the nature of safeguarding 

and its interpretation within social care culture. 

 
116 . Garbutt, R., & Strickland, L. (2015). The final frontier: Young people with learning disabilities and sex 
education. In R. Chapman, S. Ledger, L. Townson, & D. Docherty (Eds.), Sexuality and Relationships in the Lives 
of People with Intellectual Disabilities: Standing in my shoes (pp. 227-237). London: Jessica Kingsley 
Publications 

7. CONCLUSION 
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Shining a light on English practices 

Travel is known to broaden the mind, but it can also shine a light on what is left behind. And 

so, it was with this trip, as it produced a heightened awareness of good practice in England. 

My hosts were interested to hear about the successful opportunities that are being 

provided for individuals to develop and maintain relationships, particularly through the 

friendship and dating agencies that have been set up in this country. Although I witnessed 

many examples of excellent educational practice, it was also notable that the recipients 

sometimes lacked real opportunities to put their dating and relationships skills into practice. 

Special Olympics groups were often cited as a key medium through which to meet a 

potential partner, which is somewhat limiting if you don’t like sport. 

Several people that I spoke to had concerns about the risks and potential for litigation 

involved in setting up a dating agency. At the same time, there was a recognition that 

individuals are already accessing mainstream on-line dating services, which are much riskier 

than the personalised support offered through the agencies that have been developed in 

the U.K. Hopefully some of these conversations will have inspired the growth of dating 

agencies for adults with an intellectual disability in North America. 

Additionally, we appear to have a more comprehensive approach to easy read information. 

This is manifested in documents being augmented by visual images, which can be 

recognised by non-readers. The Government have acted as role models, by ensuring that 

much of their official guidance is presented in pictorial and other accessible formats, such as 

audio recording and braille. Here we have notable, standardised picture systems which are 

now widely used in training and information sources, including those relating to sex and 

relationships, such a photosymbols117 Change118 and easyonthei119 making them more 

accessible for some people who have a learning disability. 

In America and Canada, although there is a plain English campaign in the self- advocacy 

movement, the focus seems to be on the use of clear, simple language, rather than visuals. 

The level of non- literate information varied widely and where excellent examples did exist, 

they tended to be reliant on particular individuals artistic or graphic illustration skills, with a 

lack of consistency across the sector. 

Here we have Supported Loving, a networking organisation, which has made a positive 

difference to knowledge exchange amongst people interested in the area of learning 

disability and intimate relationships. Whilst understanding that information sharing across 

the vast swathes of Canada and America would be more challenging than within our small 

island, I was still surprised by how closed some States and Provinces were to external 

information, finding myself passing on relevant information as I travelled across the 

continent. 

 
117 https://www.photosymbols.com/ 
118 https://www.changepeople.org/ 
119 https://www.easyonthei-leeds.nhs.uk/ 

https://www.photosymbols.com/
https://www.changepeople.org/
https://www.easyonthei-leeds.nhs.uk/
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Moving forward 

There is scope to supplement the good work being undertaken in England, despite its 

piecemeal nature, with the proactive, systemic frameworks and mandatory training models 

adopted in the United States and Canada. For example, the introduction of trauma informed 

approaches to learning disability services has the potential to create a more fertile ground in 

which to grow acceptance of sexual needs. Equally, the introduction of a peer mentor and 

education perspective by parent-led groups would address the barriers sometimes (harshly) 

attributed to family members. 

Barack Obama’s statement: ‘There’s something spectacular about seeing a place, experiencing 

a different culture, being exposed to new ideas’, sums up this project exactly, reflecting the 

scale and awe of its’ personal impact. The time is ripe for these issues to be addressed at a 

national level, with the beginning of compulsory school age relationships and sex education, 

the recently published Domestic Abuse Bill, the implementation of the NHS Long Term Plan, 

the publication of C.Q.C.’s report on sexual safety and the on-going quest for more cost-

efficient approaches to social care. 

Although the adventurous part of the Fellowship has come to an end, I hope its impact will 

continue to be felt for some time; in the links that I have made overseas, the information 

that will be shared and the ‘new ideas’ that will, hopefully, inspire others. The ripples will 

end only when it is commonplace for people with a learning disability to have the choice 

and the voice to engage in safe, loving relationships, like anyone else, and concerted efforts 

are being made to stop sexual abuse occurring, in the first place. 

  

In social care, we need to start having conversations 

about sex and relationships 

Maybe it’s what these people in Montreal were 

doing? 
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There have been significant research studies and reports in the last ten years looking at the 

sexual needs of adults with a learning disability, many of which have made 

recommendations about training and therapeutic interventions. These have had some 

impact, as across the country there is a growing awareness of the need to have discussions 

about sex and relationships. However, there is still a long way to go, particularly in seeing 

concerted action to address sexual safety for adults who require additional support. 

Social care safeguarding strategies, focusing on fear and reprisals, have contributed to a 

crisis-driven, reactive approach. We must begin to shift the attention to proactive, 

preventative strategies, opening up conversations about healthy sexuality, where everyone 

concerned promotes safe, healthy environments that are designed to reduce the likelihood 

of abuse occurring, in the first place. 

As I was making the final edit to this report CQC coincidentally published a review of sexual 

safety and the support of people’s sexuality in adult social care120. There are many parallels 

between their findings and recommendations and those contained here, particularly about 

organisational culture, with the suggestion that: 

It is clear from our discussions with people using services, staff, providers and their 

representatives that the first step to protecting and supporting people is having a culture of 

openness to talk about sexual safety and sexuality. 

As in this study, training and empowerment feature widely. It was especially pleasing to see 

the U-Night Groups training cited as an example of good practice within the document. CQC 

recommends that Skills for Care update their guidance on ‘Supporting Personal 

Relationships’121so that this reflects staff’s need to know how to protect people using adult 

social care from abuse and how to support them to develop and maintain relationships and 

express their sexuality. I will be part of the Supported Loving Group undertaking this task, 

drawing on my newfound knowledge, to support and inform others in the wider care sector. 

The spectrum of prevention 

The spectrum of prevention designed by the Prevention institute122 is utilised here to collate 

and present the project recommendations. 

This seemed to be a fitting framework, as it emphasises primary prevention, whilst targeting 

change at every level from the individual to the system. It has been applied effectively in 

 
120 CQC Promoting sexual safety through empowerment (2020) 
https://www.cqc.org.uk/sites/default/files/20200225_sexual_safety_sexuality.pdf 
121 https://www.skillsforcare.org.uk/Documents/Topics/Learning-disability/Supporting-meaningful-
relationships.pdf 
122 https://www.preventioninstitute.org/tools/spectrum-prevention 

8. RECOMMENDATIONS 

about:blank
https://www.skillsforcare.org.uk/Documents/Topics/Learning-disability/Supporting-meaningful-relationships.pdf
https://www.skillsforcare.org.uk/Documents/Topics/Learning-disability/Supporting-meaningful-relationships.pdf
https://www.preventioninstitute.org/tools/spectrum-prevention
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sexual violence prevention strategies123 based on a recognition that change in this area 

requires engagement at all levels. The Spectrum of Prevention outlines six key levels of 

activities for prevention that, when applied together, have a greater effect than would be 

possible from a single activity or intervention. Indicated after each area of recommendation 

are actions that I intend to take to encourage and support the suggested objectives:  

The spectrum of prevention as applied to sexual safety 

Influencing Policy and Legislation 
Definition: Enacting laws and policies that support healthy community norms and a 
violence-free society 

Recommendations: 

• Practice should reflect existing preventative policy directives and legal obligations, as 
outlined in the Care Act 2014  

• The Government should consider the development of a national strategy that will pull 
together all departmental strands similar to the Scottish Commission for Learning 
Disability’s ‘Safe and Healthy Relationships-Empowering & Supporting People with 
Learning Disabilities through Education124. 

• CQC should look for preventative and educational strategies being used in their 
inspection of safety in care services. They should produce guidance for providers on 
prevention approaches. 

• Local Authority Contracts Departments should oblige providers to engage the people 
they support in protection and prevention activities covering sexuality and other 
safety issues. 

• Relationships and Sexuality training should become a mandatory requirement for staff 
working in learning disability services. 

• Relationships and Sexuality training should become a mandatory part of Social Work 
education. 

 

Implementation plan 

• Disseminate the report widely to organisations and public bodies responsible for the 
planning and oversight of support for people with learning disability 

• Target particular Government departments, Ministers and shadow cabinet members, 
linked to current agendas such as loneliness, domestic abuse and health inequalities 

• Engage with organisations responsible for the training and development of social work 
and social care employees 

• Request attendance at the All Party Parliamentary Group on Learning Disability 
 

 

 
123 Prevention institute Transforming Communities to Prevent Child Sexual Abuse and Exploitation: A Primary 
Prevention Approach Annie Lyles, MSW Larry Cohen, MSW Margot Brown 
124 Scottish Commission for Learning disability (2018) 
Safe and Healthy Relationships Scottish Commission for Learning Disability June 2018 Empowering & 
Supporting People with Learning Disabilities through Education 
https://www.scld.org.uk/wp-content/uploads/2018/07/Safe-and-Healthy-Relationships-
UPDATED_SCLD_130618.pdf 

about:blank
about:blank
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Changing organisational practices 
Definition: Adopting regulations and shaping norms to prevent violence and improve 
safety 
Recommendations: 

• Attention should be given to the development of organisational cultures that 
recognise, nurture and support developing relationships 

• Building on the evidence of impact in Children’s Services, attention should be given to 
the widespread adoption of trauma informed approaches in English adult learning 
disability services 

• Regulators and Commissioners should adopt a wider view of safety in services to 
encompass observation and comment on the prevailing cultural norms 

•  Nationally accredited training on learning disability, relationships and sexuality should 
be produced, linked to the Learning Disability Core Capabilities framework125  

• The focus on risk aversion in care and support services should be overturned, in 
favour of positive safety planning, incorporated into existing systems of care, support 
and person-centred planning  

• Sex and relationships support needs should be broached as part of an individual’s Care 
Act assessment 

• There should be a campaign to ‘ditch the taboo’ about sex-related conversations in 
care and support settings. An open culture will provide acknowledgement, permission 
and support for people to start talking about this essential component of personal 
wellbeing. 

Implementation plan 

• Share the report with learning disability service practitioners across all spheres, 
drawing out the particular issues relating to organisational culture, safeguarding 
practice and trauma-informed care 

• Share the report with Safeguarding Adults Boards in England 

• Pursue opportunities to speak at sector-specific conferences and write articles drawing 
on good practice from Canada and America  

• Support the development of organisational policies and procedures that incorporate 
prevention strategies, through engagement in provider training 

• Campaign, with others, for mandatory sex and relationships training for staff working 
in Learning Disability Services 

• Develop and promote, along with self-advocate colleagues, a project to increase more 
open discussion about sex and intimacy within support services 

 
 

 

 

 

 
125 Skills for health (2019) Core Capabilities Framework for Supporting People with a Learning Disability 
https://www.skillsforhealth.org.uk/services/item/945-capabilities-frameworks 
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Fostering coalitions and networks 
Definition: Bringing together groups and individuals for broader goals and greater impact 

 
Recommendations: 

• An international Supported Loving Network should be set up to enable information 
sharing and collaboration across all corners of the world 

• Contracts for the provision of sexual health services should include access for all, with 
references to equalities and human rights legislation and emphasis on joint working to 
makes this happen 

• Consideration should be given to the full gamut of relevant and potential partners-
Police, Rape Crisis, transport, schools, colleges, universities, for instance. Also allied to 
other marginalised groups, with similar lived experiences and shared values 

• Contracts awarded by social and health care commissioners should recognise the 
benefits of collaborative working. Fostering cooperation between providers would 
reduce resource duplication and costs, whilst enabling agencies to preserve their 
unique identities  

• There are existing  legal frameworks in place-the Accessible Information Standards, 
Equality Act and the Human Rights Act, which should be utilised to inform the need 
for mainstream organisations to partner with learning disability experts in pursuit of 
understanding the ‘reasonable adjustment’ requirements 

• Learning Disability organisations should recognise and assist mainstream agencies to 
meet their inclusion and reasonable adjustment objectives, for instance, with Domestic 
Violence and Sexual Health services 

Implementation plan 

• Work with Supported Loving to encourage international membership and joint projects 

• Work with organisations in Lancashire to pilot a rights-based, collaborative project, 
which will then inform commissioning and practice further afield eg Sexual Health and 
Domestic Abuse services 
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Educating providers 
Definition: Informing providers who will transmit skills and knowledge to others and 
model positive norms 
Recommendations: 

• The Skills for Health Learning Disability Capabilities Framework, section 17, should be 
used by all relevant agencies, including universal services, to shape their training 
delivery 

• CQC should integrate their supplementary relationships and sexuality questions into 
the mainstream of inspection, at least in Learning Disability Services 

• Commissioners should ensure that all service providers demonstrate compliance with 
the Human Rights Act, the Accessible Information Standard, the Equality Act and the 
Mental Capacity Act 

• Efforts should be made to establish a specialist University-based training course on 
‘Supporting Relationships and Sex for Adults with a Learning Disability’  

• New approaches to informing and educating staff should be tried, such as using the 
time when people with a learning disability are engaged in activities or bite-sized 
sessions at lunch or tea time. 

• Undergraduate training for key community staff, such as Social Workers and Learning 
Disability Nurses, should include support for relationships and sexuality 

Implementation plan 

• Production of new course materials, involving weaving trauma-informed approaches, 
the IMB model and sexual self-advocacy into every aspect of the design and 
presentation 

• Trialling new ways of delivery, using technology and time chunked side by side 
learning (staff with a person being supported) 

• Discuss the recommendations with the Care Quality Commission, particularly  with  
relevance to sexual safety and inspection 

• Explore with others, the potential for the development of a specialist, higher education 
course 
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Promoting community education 
Definition: Reaching groups of people with information and resources to prevent violence 
and promote safety 
Recommendations: 

• The needs of people with a learning disability should be routinely incorporated into 

relevant safety campaigns, such as the recent ‘#Itsnotok’, about sexual violence126 

• There should be Increased awareness and education of the general public about the 

existence of sexual abuse affecting people with a learning disability. This needs to 

include how to report suspected abuse and access relevant services. 

• Safeguarding Adults Boards should consider their responsibility to prevent sexual 

harm occurring, with resources used to work with others in awareness-raising, 

education, data collection and trend analysis, leading to local solutions to sexual 

abuse prevention. 

• The concept of sexual self-advocacy should be used to mobilise the existing strengths 

within the English reignited self-advocacy movement. This will require information 

and education about its benefits.  

• Consideration should be given to the development of a central source of information 

and resources that can be loaned to individuals, family members and practitioners 

 

Implementation plan 

• Work with self-advocates to develop a guide to sexual self-advocacy, which will be 
distributed to self-advocacy groups 

• Collaborate with abuse prevention agencies to develop accessible information and 
ensure services are relevant to and inclusive of people with a learning disability 

• In the first instance, develop a pool of shared resources in Lancashire 

• Ensure that free on-line resources from the Fellowship journey are readily available to 
colleagues 

• Use awareness-raising days/weeks (eg Learning Disability Week/Sexual Health week) 
to publicise and promote prevention strategies and teaching materials 

 
 

 

 

 

 

 

 

 
126 #itsnotok - Sexual violence and sexual abuse awareness week 
https://sexualabuseandsexualviolenceawarenessweek.org/ 

about:blank
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Strengthening individual knowledge and skills 
Definition: Enhancing an individual’s capability of preventing violence and promoting 
safety 

Recommendations: 

• Effort should be made to educate individuals with learning disabilities in the best way 

to prevent and identify sexual abuse, with a focus on enabling the development of 

healthy relationships. 

• Training should support the involvement of self-advocates as co-producers and co-
presenters. Their leadership, critical knowledge and lived experience will be 
invaluable to the on-going development of resources. 

• The principles of sexual self-advocacy should be incorporated into policy, practice 

and education at every level. 

• Relationships and sex education should adopt a trauma informed and responsive 

perspective  

• There is a need to develop and include materials that use plain language, are user-

friendly, interactive, readily accessible in multiple formats and reflect the diversity of 

people with disabilities.  

• A wide range of creative approaches to learning should be utilised, including drama, 

music, video, photography and social media. 

• Family members should have access to advice, information and training that includes 

offers designed and delivered by them.  

• The importance of helping people to understand non-compliance, consent and how 

to say ‘No’ should be recognised within all aspects of learning disability care and 

support 

• Proactive safety planning, as opposed to reactive risk assessment, should routinely 

form part of care planning and person-centred planning processes. 

 

 

Implementation plan 

• Develop a Train the Trainer course pack for family members which will be piloted in 
the North West of England 

• Work with others in the UK to promote the relevance and use of trauma informed 
approaches in sex and relationships education and the wider learning disability 
sector 

• Develop training materials, with partners, that incorporate a range of creative arts 
perspectives  

• Transfer the learning to the wider safeguarding world-with self-advocates, develop 
materials about staying safe and safety planning 

• Continue to explore the application of Gentle Teaching and ‘a culture of 
gentleness’ to the wellbeing of individuals 
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Since returning home I have concentrated on integrating collected learning into the 

planning and delivery of training courses for staff and people with a learning disability. I plan 

to talk to anyone, with an ear to listen, about the transatlantic ideas that link preventative 

education and information with sexual safety. 

The findings have already been shared at local and national forums, including: 

 Lancashire Learning Disability Partnership Board 

 Lancashire Friends and Relationships Group 

 Supported Loving Meetings in London and Liverpool 

 Learning Disability England Conference 

 Lancashire Safeguarding Social Workers Meeting 

Membership of the amazing national network, Supported Loving, continues to be a 

powerful avenue to exchange information and to lobby for change. I will continue to provide 

information from North America to colleagues, in pursuit of a joint commitment to 

improving relationships and sex education for adults with a learning disability in England 

and in the hope that together we will achieve mandatory training for all support staff.  

With a limited sphere of influence, I recognise that there will be many barriers to achieving 

the changes recommended. The issues that have been addressed are serious, complex and 

often entrenched. Clearly, there are no easy or simple solutions. Many worthy individuals 

and groups have tried to address them, without full or immediate impact. There is 

consolation in the fact that we are relatively early in the journey of considering the sexual 

rights of people with a learning disability, at a stage when all information and ideas have a 

part to play. In particular, tangible, real-world examples, showing evidenced outcomes, of 

the kind that I encountered, offer a different and encouraging perspective. 

Each of the areas of recommendation present particular challenges, especially when there 

are competing urgent and pressing issues impacting upon the social care agenda. The topic 

of sexual safety and healthy relationships has become particularly pertinent during the fight 

against coronavirus and the ensuing physical restrictions. For some people with a learning 

disability being confined to a single household, with limited access to technology, few social 

contacts and reduced oversight has served to increase their vulnerability to domestic abuse 

and sexual exploitation. In a sense, the recommendations and implementation plan have 

assumed an even sharper focus. 

Finally, whilst much was learned, it was only the beginning of a new phase of personal 

development and exploration. With more to consider and having just ‘scratched the surface’ 

of some of the concepts encountered, I look forward to maintaining the momentum of 

9. NEXT STEPS 
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global knowledge-seeking, sustained by the generous friendships and rich connections that 

were made along the way.  

 

 

 

 

 

 

 

 

 

 

“All the great things are simple, and many can be expressed in a single 

word: freedom, justice, honour, duty, mercy, hope”. Winston Churchill 

  

University of Vermont, Burlington U.S.A 

Post it notes from Burlington Pride 
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I am enormously grateful to the Winston Churchill Memorial Trust for their faith and trust in 

me and my project. This is an amazing organisation, whose funding of global learning, 

transforms the lives of recipients and those they touch on their return to the United 

Kingdom. Representing a person of such great stature on another continent, was a 

humbling, but proud, experience. I hope that I will be able to repay the organisations 

confidence by emulating their motto of ‘travel to learn, return to inspire’. 

I am also very grateful to my referees, Claire Bates, from Supported Loving and Daniel Hall 

of Voice for All, for believing in me and sharing the importance of the subject matter. They 

represent a wider group of people in Lancashire and across the U.K., who are fellow 

travellers on the road to equal sexual rights for adults with a learning disability. I took all of 

the people, particularly self-advocates who I have met along the way, in my heart on this 

journey, for it is they who have been the motivation for continued exploration. 

The kindness and hospitality of the individuals and organisations that I visited were 

overwhelming.  Without exception, they went out of their way, from the moment of contact 

to post-visit communication, to be warm, welcoming and informative. Taking time out of 

their busy schedules to share ideas, experiences and dilemmas was greatly appreciated. It 

was heartening to find that we had so much in common, they had the same blocks and 

frustrations, some of which they had been able to overcome in unimagined ways, whilst I 

was pleased to share a few positive examples of breaking down barriers from an English 

perspective.  

Massive thanks to my husband, Dave, who accompanied me on the trip, acting as the best 

companion, concierge and travel agent, he kept me reasonably calm when planes were 

cancelled, hotel rooms were too noisy, snow arrived unexpectedly and even one evening 

risked a prowling skunk to get me sustenance. I am eternally grateful for his IT, proofreading 

and coffee making skills.  

Thanks go to my daughter Xsara, who joined us for the last leg in Vancouver, intent on 

sharing her adventurous spirit. During time off, she took me to lengths and heights of British 

Columbia that would otherwise have been unexplored. Her company and the tastes and 

sights that we shared were the icing on an already spectacular cake. 

To those loved ones and colleagues left behind, including fellow Directors of the U-Night 

Group, I am thankful for their patience and tolerance, during the prolonged period of 

inattention. Their support and understanding, has been invaluable in bringing this report to 

fruition and will continue to be much appreciated during the equally important 

implementation phase.  
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WINSTON CHURCHILL MEMORIAL TRUST FELLOWSHIP VISIT TO INDIVIDUALS AND 

SERVICES IN THE U.S.A. AND CANADA-SEPTEMBER/OCTOBER 2019 

PROJECT OBJECTIVES:  

1. To experience, understand and share innovative ways of engaging with learning 
disabled adults, in order to support them as peer educators and champions of sexual 
harm prevention 
 

2. To investigate and disseminate in the UK, the application of 'sexual self- advocacy', a 
concept that gives people the tools and confidence to speak up on their own behalf 
about their right to have safe, healthy relationships 
 

3. To develop training materials and resources, which could be widely replicated, 
contributing to improved wellbeing and safer lives. 
 

4. To influence national policy, leading to regulatory bodies, such as CQC and Skills for 
Care, making attention to sex and relationships needs a mandatory requirement 
 

5. To improve local and national practice by discussing project learning and the final 
report with disabled people, family members, self-advocacy groups, specialist and 
mainstream practitioners, legislators, academics and those responsible for 
safeguarding adults with a learning disability. 

 

QUESTIONS: 

 QUESTION ANSWER/COMMENTS 

1. 
 
 
 
 

Name of person, 
organisation or 
service? 

 

2.  
 
 
 
 
 

Where are you based 
and what area do you 
cover? 

 

  

APPENDIX 1: QUESTIONNAIRE 

about:blank
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 QUESTION ANSWER/COMMENTS 

3.    
 
 
 
 
 

What do you do to 
support the 
relationships and 
sexuality needs of 
people with 
intellectual disability? 

 

4.  
Do you have a 
brochure or written 
information about 
your service/project? 

 

5 
Can you tell me about 
the history and 
background of this 
work-why was it set 
up? 

 

6.  
 
 
 
 
 

Who funds your 
service/project? 

 

7. 
 
 
 
 
 

Who commissions or 
contracts for your 
service? 

 

8.  
Which other 
organisations or 
individuals are 
involved? 

 

9.  
Is your service linked 
to any specific legal or 
mandatory 
requirement? 
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 QUESTION ANSWER/COMMENTS 

10.  

How do you involve 
self-advocates in the 
planning and delivery 
of the service/project? 

 

11. 
 
 
 
 
 

How does your project 
contribute to greater 
understanding and skill 
for direct support staff 
and family members? 

 

12.  

Have you learned 
anything about the 
best way to support 
women to stay safe in 
relationships? 

 

13.  

Have you learned 
anything about the 
best way to support 
people from the LGBT+ 
community to have 
safe relationships? 

 

14.  
 
 
 
 

Does your project use 
any particular theories, 
approaches or models 
to inform its practice? 
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 QUESTION ANSWER/COMMENTS 

15. 
 
 
 
 
  
 
 

What has been the 
positive impact of your 
project-do you have 
stories to share? 

 

16. 
 
 
 
 
 

Has the 
service/project been 
evaluated or 
researched? 

 

17.  

What opportunities do 
people have to meet a 
partner? Where would 
they go, who would 
support them  

 

18. 
 
 
 
 
 

Do you have any 
written reports that 
you could share with 
me? 

 

19. 
 
 
 
 
 
 

If you provide training 
what have been the 
most successful 
approaches? 
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 QUESTION ANSWER/COMMENTS 

20. 
 
 
 
 
 

Do you have training 
materials and resources 
that you could share 
with me? 

 
 
 
 
 
 
 
 

21.  
What are the most 
important things that 
can be done to 
a) enable people to 
have safe relationships 
 
b) prevent sexual harm? 

 

22. 
 
 
 
 

Are the current 
safeguarding systems 
and processes effective, 
in preventing sexual 
exploitation and 
vulnerability? 

 

23 

What is the biggest 
challenging you face in 
carrying out your work 
in this area? 

 

24.  

What changes still need 
to happen in your 
state/province/country? 
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 QUESTION ANSWER/COMMENTS 

25. 
 
 
 
 
 
 

What has 
helped/inspired you to 
make change and/or 
develop your service? 

 

26 
 
 
 
 
 
 
 

Do you have a 
message for people 
doing similar work in 
the U.K? 

 

27 
 
 
 
 
 
 
 

Are you interested in 
being part of an 
international 
‘Supported Loving’ 
network?  

 

28 
 
 

 
 
 
 

Is there anything else 
that you would like to 
tell me? 
 
 
Is there anything that 
you would like to ask 
me? 
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People Organisation Place Country 

Tullio Orlando and 
colleagues 

Montage Support Services Toronto, Ontario Canada 

Deanna Djos 
Linda Ger Walters 

The relationships group Toronto, Ontario Canada 

Doris Rajan IRIS Institute Toronto, Ontario Canada 

Cheryl Fuller and 
colleagues 

Extend a Family 
 

Kitchener, Ontario Canada 

Stacey Jacobs and 
colleagues 

Shore Sexual Health Center Kitchener, Ontario Canada 

Karen Topper                               
Green Mountain Self 
Advocates 

Montpelier, Vermont U.S.A 

Max Barrows 
Green Mountain Self 
Advocates 

Montpelier, Vermont U.S.A 

 
Rose Martellara 
 

Vermont Center for 
Independent Living 

Montpelier,Vermont U.S.A 

Champlain Voices 
Self Advocacy Group 

Champlain Community 
Services 

Colchester, Vermont U.S.A 

Thomas Caswell 
Champlain Community 
Services 

Colchester, Vermont  U.S.A 

Randy Lizotte 
North Western Counselling 
and Support Services 

St Albans, Vermont U.S.A 

Patricia Carney 
and colleagues from 
across the State  

Department of 
Developmental Services 

Springfield, 
Massachusetts 

U.S.A 

Mandy Doyle IMPACT:Ability/TRIANGLE Boston, Massachusetts U.S.A 

Katherine 
McLaughlin 
and fellow course 
participants 

Elevatus Training 
Worcester, 
Massachusetts 

U.S.A 

Shelly Chevalier 
And colleagues 

Boston Rape Crisis Centre 
MASS. Advocates Standing 
Stronger  

Boston, Massachusetts U.S.A 

Lee Murrray 
And Meithal Group 

University of Saskatoon Saskatoon, Saskatchewan Canada 

Michael Lavis Creative Options Regina Saskatoon, Saskatchewan Canada 

Tim Jones SAI Saskatoon, Saskatchewan Canada 

Dallas Tetarenko Inclusion Saskatchewan Saskatoon, Saskatchewan Canada 

Natalya Mason Saskatoon Sexual Health  Saskatoon, Saskatchewan Canada 

Wendy Lokanc 
Heather Cobb 

TASCC-Alberta Sexual 
Health 

Calgary, Alberta Canada 

APPENDIX 2: PLACES VISITED 
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People Organisation Place Country 

Becky Van Tassel Center for Sexuality Center for Sexuality Canada 

Colleen Huston and the 
Right2Love Group 

Action Hall Calgary, Alberta Canada 

Barb Goode 
Aaron Johannes 

Imagineacircle 
Vancouver, British 
Columbia 

Canada 

John Woods 
 

Real Talk 
Vancouver, British 
Columbia 

Canada 

Lin Pham 
And Community 
Connector 
colleagues 

Let’s Get Real 
Vancouver, British 
Columbia 

Canada 

Kala Brownlee 
Sunnyhill Education 
Resource Center 
B.C. Children’s Hospital 

Vancouver, British 
Columbia 

Canada 

Margaret Newbury-
Jones 

SHADE Consulting 
Kelowna, British 
Columbia 

Canada 

Rachelle Hole 

Sex, Lies and Citizenship 
Project 
University of British 
Columbia 

Kelowna, British 
Columbia 

Canada 

Kirsten Charles 
Developmental Disability 
Mental Health Services 

Kelowna, British 
Columbia 

Canada 
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 This briefly describes what is in the report 

 

 

 

 

 

 

 

 

My name is Sue Sharples 

 

 

 

 

 

 

 

I am a Director of the U-Night Group. 

 

We work with self-advocates who have a learning 

disability, families and staff in the North West of 

England. 

 

We provide training about relationships and sex  

 

 

 

 

 

 

 

 

I am also part of a national network called 

Supported Loving.  

 

We campaign for people’s right to have a 

relationship and to receive good support to make 

this happen.  

 

 

 

 

 

 

In 2019 I was given a grant by the Winston Churchill 

Memorial Trust. 

 

They give money to people to go abroad and find 

new ideas that will help us in the United Kingdom 

  

APPENDIX 3: EASY READ EXECUTIVE 

SUMMARY 
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 This briefly describes what is in the report 

 I went to America and Canada 

 

 

 

 

 

 I wanted to find out what they do to prevent people 

with a learning disability being sexually abused. 

 

I was interested to know how they use education 

and advocacy to do this. 

 

 

 

 

 

 

 

 

 

I visited lots of people and groups. 

 

Such as self-advocacy groups, sexual health services, 

health and social care services, researchers and 

trainers 
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These are the things that I learned about: 

 1. Sexual self advocacy 

This is the merging of self-advocacy and sexual 

information so that people’s sexual rights are met. 

 

I met self-advocates who are leading a movement 

to make sure that they and others have a chance to 

have healthy relationships  

 

 2. Working together 

I found that when groups worked together to think 

about how to keep people safe from sexual abuse 

they got good results. 

 

This was especially when they involved people with 

a learning disability and family members. 

 

There were some great examples of learning 

disability services working with sexual health 

services. 

 

 3.Training 

I saw some different ways of training people; in 

more ordinary places and using new methods like 

teaching self-defence. 

 

People had found ways to involve family members 

and self-advocates in the training 

 

In some places, providers must give ‘staying safe in 

relationships’ training to people they support. 

 

In some areas, all staff in learning disability services 

must receive relationships and sexuality training  
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These are the things that I learned about: 

 

 

 

 

 

 

4. Values  

I found that the beliefs and attitudes of provider 

organisations affected the importance that they 

gave to relationships. 

 

I learned about trauma informed approaches and a 

culture of gentleness. These are ways that staff and 

self-advocates can be supported using an 

understanding of their difficult past and present 

experiences. They focus on building safe, trusting 

relationships.  

 

 

 

 

 

 

 

5. Particularly vulnerable groups 

We know that there are some people with a 

learning disability who are even more likely to be 

sexually abused. 

 

I found groups of people with a learning disability 

from the LGBT+ community who are working to 

raise awareness and support safe relationships.  

They were good at working with other disabled 

people and the wider LGBT+ community 

 

It was the same with women. When they got 

together with other groups of women who are 

vulnerable to sexual abuse, they found they had 

much in common and together they could make 

more of a difference. 
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These are the things that I learned about: 

 

 

 

 

 

 

 

 

 

6. Safeguarding 

I found that people did more about preventing 

sexual abuse. They did not just react after things 

had gone wrong.  

 

Some places put time and money into trying to 

change the way people think about supporting 

safety. 

 

They realised that having information, skills and 

people in your life is a big part of keeping safe. 
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Things that we might to do differently: 

 Prevention 

• We already have laws and guidelines that say 

prevention is important. These should be put 

into practice 

 

 Safeguarding 

• The way we think about adult safeguarding 

needs to be changed. We should not be 

waiting for harm to happen. We should be 

helping people to be their own first line of 

defence.  

• A lot of different organisations need to be 

part of this change, like the people who 

check up on providers -C.Q.C. 

• Each Safeguarding Board should be thinking 

about how they promote sexual safety for 

people with a learning disability in their area 

 

 Sexual self-advocacy 

• Self-advocacy groups should be given 

information and training about sexual self- 

advocacy so that they can join together to 

overcome the barriers people face in having 

relationships 

• Creative ways, like drama and art, should be 

used to tell people about the importance of 

relationships 
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Things that we might to do differently: 

 Training 

• Resources and training materials from across 

the world should be shared. 

• This will help people to think about other 

ways of doing training 

• All training should be co-produced with self- 

advocates and family members 

• Learning disability service staff should have 

to do sex and relationships training 

• Sex and relationships training should be 

available for all people with a learning 

disability who want it. It should be in an 

accessible format and either in groups or 

1:1. 
 

 Partnership 

• Different services involved in sex and 

relationships support should work together 

with learning disability services. For 

example, Learning Disability Services should 

work with Sexual Health and Domestic 

Violence Services 

• Learning disability groups should think 

wider, inviting other groups with similar 

experiences into their plans and activities  

• This is especially true for women’s and 

LGBT+ groups 
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Things that we might to do differently: 

 Values 

• Adult learning disability services should learn 

about ways of supporting people who have 

had bad experiences in the past. 

• Adult services should learn about trauma 

informed approaches from children’s 

services 

• Providers, CQC and people who pay for 

services should promote the values and 

attitudes that are connected with safe and 

trusting relationships 

• People wanting to develop support for 

relationships should think about whether 

they have the right values and attitudes in 

their service. 

• We need to stop sex being a subject that no 

one wants to mention or discuss. We need 

to work together to open up the 

conversation and help everyone feel more 

comfortable to talk about it. 

 

 

With thanks to Photosymbols and easyonthei for the illustrations 
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Autism 

Autism is a lifelong condition. It affects how a person communicates with, and relates to, 

other people and how they experience the world around them. A person will usually have 

had persistent difficulties with social communication and social interaction and restricted 

and repetitive patterns of behaviours, activities or interests since early childhood, to the 

extent that these limit and impair everyday functioning. 

Autistic spectrum conditions are not classed as a learning disability in themselves, however, 

approximately 20-30% of people with a learning disability also have autism. 

(http://www.autism.org.uk/about/what-is/asd.aspx) 

N.B. This report relates to people who have a learning disability, some of whom may also 

have autism 

Care Quality Commission 

The Care Quality Commission (CQC) is the independent regulator of all health and 

social care services in England. Its job is to make sure that care provided by hospitals, 

dentists, ambulances, care homes and services in people's own homes and elsewhere meets 

government standards of quality and safety. 

Developmental Disability 

This term is used in the USA and Canada, with a meaning equivalent to learning disability, in 

the U.K. In Canada I also heard the strengths-based term ‘differently abled’ used on several 

occasions. 

Intellectual Disability 

This term is also used in the USA and Canada, with a meaning equivalent to learning 

disability, in the U.K. 

Officially, intellectual disability is characterized by significant limitations in both intellectual 

functioning and adaptive behaviour, which covers many everyday social and practical skills.  

This disability originates before the age of 18. (American Association of Intellectual and 

Developmental Disabilities)  

Learning Disability 

The White Paper Valuing People (DoH 2001) defined ‘learning disability’ as a lasting 

condition that started before adulthood that may include the presence of a “reduced ability 

to cope independently and a significantly reduced ability to understand new or complex 

information and to learn new skills”. This term is used throughout the report as it is the one 

commonly adopted in the UK. 

In America and Canada, learning disability refers to cognitive difficulties that result in 

APPENDIX 4: GLOSSARY 
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academic achievement at a level less than expected for the individual's intellectual 

potential, such as dyspraxia and dyslexia. 

LGBTQ+ 

LGBTQ+ describes the lesbian, gay, bisexual, and transgender community. The first three 

letters (LGB) refer to sexual orientation; the ‘T’ refers to gender identity; Q denotes queer 

(non heterosexual or cisgender) or questioning and the ‘+’ stands for other marginalised and 

minority sexuality or gender identities. This term is used throughout as it the one adopted 

by the majority of people visited. 

Mental Capacity 

In England, this refers to whether someone has the mental capacity to make a decision or 

not. The Mental Capacity Act 2005 and the code of practice outlines how agencies should 

support someone who lacks the capacity to make a decision. 

Prevention 

Traditionally it has been common to distinguish between primary, secondary tertiary 

prevention. This report focused chiefly on primary prevention strategies which are defined 

as seeking to eliminate or reduce need by reducing the probability of it initially occurring.  

Safeguarding 

Safeguarding is a term used in the United Kingdom and Ireland to denote measures to 

protect the health, well-being and human rights of individuals, which allow people — 

especially children, young people and vulnerable adults — to live free from abuse, harm and 

neglect. 

Self Advocacy 

Self-advocacy is about people with a learning disability speaking up for themselves, making 

their own decisions and also speaking up for other people. 

Sexual Abuse 

Abuse is a violation of an individual’s human and civil rights by another person. Sexual abuse 

refers to a wide range of sexual activities that are in some sense forced upon the victim. It 

includes rape, sexual assault and other sexual acts to which a person with a learning 

disability has not consented or could not consent. It also includes instances where an 

individual is pressurised into consenting. 

Sexuality 

Sexuality is part of the totality of being human and includes all aspects of persons that relate 

to their sexuality.  Sexuality is part of every individual’s life from conception to death and 

subject to lifelong dynamic change.  Sexuality is essential to human health and well-being. 

Sexual Health 

Sexual health is defined as a state of physical, mental and social well-being, in relation to 

sexuality. It requires a positive and respectful approach to sexuality and sexual relationships, 

as well as the possibility of having pleasurable and safe sexual experiences, free of coercion, 

discrimination and violence. (World Health Organisation) 


