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[bookmark: _Toc38022994]Purpose of this practice guide
This guide is designed to provide direction to disability service providers in their support of young people with intellectual disability and autism spectrum disorder who show sexualised behaviours of concern (SBoC). The guide takes a deliberate positive approach to supporting the development of sexuality of young people with these disabilities and uses the published evidence to outline standards for the assessment of, and intervention for, sexualised behaviours of concern. This guide was developed primarily for disability service providers, however its application to other sectors including schools and family homes and use by clinical professionals is also appropriate. The recommendations are presented in the context of positive behaviour support (PBS) in order to maximise their practical value in improving the quality of life of young people with SBoC and in reducing SBoC[endnoteRef:2]. [2: 	Gore, N, McGill, P, Toogood, S, Allen, D, Hughes, JC et al (2013), ‘Definition and scope for positive behavioural support’, International Journal of Positive Behavioural Support, vol. 3, no. 2, pp. 14–23.] 

[bookmark: _Toc38022995]Introduction
[bookmark: _Ref441057867]Children and young people with disabilities who show sexual behaviour are often viewed as a concern if these behaviours are socially inappropriate or considered to be harmful to the young person or others. Such behaviours may be illegal or likely to interfere with significant aspects of life such as school or service access. The parents of children with intellectual disability (ID) and autism spectrum disorders (ASD) who engage in SBoC are primarily concerned with the child’s safety and others’ understanding of their children’s behaviour[endnoteRef:3]. [3: 	Nichols, S & Blakeley-Smith, A (2010), ‘“I’m not sure we’re ready for this…” Working with families towards facilitating healthy sexuality for individuals with autism spectrum disorders’, Social Work in Mental Health, vol. 8, no. 1, pp. 72–91.] 

[bookmark: _Ref441057591][bookmark: _Ref441057687]Children and young people with autism spectrum disorders (ASD) have impairments in three main domains comprising communication, restricted behaviour and interests, and social interaction[endnoteRef:4] and it is these particular impairments which may impact sexual development and contribute to SBoC[endnoteRef:5]. In addition, impairments associated with intellectual disability (ID) such as cognitive functioning and difficulties with tasks of everyday living, referred to as adaptive functioning3, is present in up to 70 per cent of those with ASD[endnoteRef:6]. Considering this, we can begin to understand the factors which may contribute to SBoC in this group. [4: 	American Psychiatric Association (2000), Diagnostic and Statistical Manual for Mental Disorders (4th ed.), Washington: APA.]  [5: 	Realmuto, GM & Ruble, LA (1999), ‘Sexual behaviour in autism: problems of definition and management’, Journal of Autism and Developmental Disorders, vol. 29, no. 2, pp. 121–127.]  [6: 	Matson, JL & Shoemaker, M (2009), ‘Intellectual disability and its relationship to autism spectrum disorders’, Research in Developmental Disabilities, vol. 30, no. 6, pp. 1107–1114.] 

[bookmark: _Toc38022996]What do we already know?
[bookmark: _Toc38022997]Sexual development
[bookmark: _Ref441057703][bookmark: _Ref441057742]Persons with ASD are sexual beings who display a wide range of sexual behaviours[endnoteRef:7] which requires sexual education; however the sexuality education for individuals with autism is an emotional issue[endnoteRef:8]. The limited understanding of the sexual expression of individuals with ASD and ID may mistakenly cause such behaviours to be considered abnormal or potentially dangerous4. [7: 	Hellemans, H, Roeyers, H, Leplae, W, Dewaele, T & Deboutte, D (2010), ‘Sexual behaviour in male adolescents and young adults with autism spectrum disorder and borderline/mild mental retardation’, Sexuality and Disability, vol. 28, no. 2, pp. 93–104.]  [8: 	Koller, R (2000), ‘Sexuality and adolescents with autism’, Sexuality and Disability, vol. 18, no. 2, pp. 125–135.] 

[bookmark: _Ref441057831][bookmark: _Ref441058343]Masturbation is the most commonly reported sexual expression for people with ASD6 and it is a normal part of sexual developmentt[endnoteRef:9]. Therefore it is necessary to acknowledge that masturbation may be the only outlet for sexual expression for this group7. In adults with autism and intellectual disability, no relationship has been found between irritability, agitation and aggressive behaviour and masturbation, which is different to caregivers’ opinions that individuals who are not getting their sexual needs met are likely to be more irritable and more aggressive[endnoteRef:10]. [9: 	Duncan, P, Dixon, RR & Carlson, J (2003), ‘Childhood and adolescent sexuality’, Pediatric Clinics of North America, vol. 50, no. 4, pp. 765–180.]  [10: 	Van Bourgondien, ME, Reichle, NC & Palmer, A (1997), ‘Sexual behaviour in adults with autism’, Journal of Autism and Developmental Disorders, vol 27, no. 2, pp. 113–125.] 

[bookmark: _Ref441058816]
Adolescence is a developmental stage for all young people with disabilities[endnoteRef:11] where sexual experimentation and exploration are a normal part of adolescence and young adulthood[endnoteRef:12],8. Families have referred to the experience of youth with ASD entering adolescence as the ‘second crisis’2 as this period is a time of reorganisation of biological, emotional and social functioning[endnoteRef:13]. A complex relationship exists between hormone levels and behaviours such as adjustment, emotional temperament and aggression and combined with this is a period of risk-taking which is encouraged by development of the brain’s reward/aversive systems[endnoteRef:14]. These biological factors of adolescent development indicate that some difficult behaviour is expected during this time and cannot be eliminated. [11: 	Rowitz, L (1988), ‘The forgotten ones: adolescence and mental retardation’, Mental Retardation, vol. 26, no. 3, pp. 115–117.]  [12: 	Blasingame, GD (2011), An Introduction to Autism Spectrum Disorders, Sexual Behaviours and Therapeutic Intervention, Massachusetts: NEARI Press.]  [13: 	Biro, FM & Dorn, LD (2006), ‘Puberty and adolescent sexuality’, Psychiatric Annals, vol. 36, no. 10, pp. 685–690.]  [14: 	Spear, LP (2013), ‘Adolescent neurodevelopment’, Journal of Adolescent Health, vol. 52, suppl. 2, pp. s7–s13.] 

[bookmark: _Toc38022998]Behavioural problems during adolescence
[bookmark: _Ref441063285][bookmark: _Ref441059272][bookmark: _Ref441059179]Increased behavioural problems during adolescence in those with ASD, especially those also with ID, have been recognised[endnoteRef:15],[endnoteRef:16],[endnoteRef:17],[endnoteRef:18],[endnoteRef:19],[endnoteRef:20],[endnoteRef:21]. Individuals with autism typically mature physically and sexually according to normal developmental stages, however a young person with disabilities can develop normally in some areas but have difficulties in social understanding7 while the emotional changes and increasing sexual urges may be delayed or prolonged[endnoteRef:22]. The impulsiveness, aggressiveness and defiance occurring in adolescents with autism are not so different from the same behaviours seen in normal adolescent development[endnoteRef:23],[endnoteRef:24]. [15: 	Ballaban-Gil, K, Rapin, I, Tuchman, R & Shinnar, S (1996), ‘Longitudinal examination of the behavioural, language and social changes in a population of adolescents and young adults with autistic disorder’, Pediatric Neurology, vol. 15, no. 3, pp. 217–223.]  [16: 	Billstedt, E, Gillberg, IC & Gillberg, C (2005), ‘Autism after adolescence: population-based 13- to 22-year follow-up study of 120 individuals with autism diagnosed in childhood’, Journal of Autism and Developmental Disorders, vol. 35, no. 3, pp. 351-360.]  [17: 	Eaves, LC & Ho, HH (1996), ‘Stability and change in cognitive and behavioural characteristics of autism through childhood’, Journal of Autism and Developmental Disability, vol. 26, no. 5, pp. 557–569.]  [18: 	Gillberg, C (1984), ‘Autistic children growing up: problems during puberty and adolescence’, Developmental Medicine and Child Neurology, vol. 26, no. 1, pp. 122–129.]  [19: 	Kobayashi. R, Murata, T & Yoshinaga, K (1992), ‘A follow-up study of 201 children with autism in Kyushu & Yamaguchi areas, Japan’, Journal of Autism and Developmental Disorders, vol. 22, no. 3, pp. 395–411.]  [20: 	Nordin, V & Gillberg, C (1998), ‘The long-term course of autistic disorders: update on follow-up studies’, Acta Psychiatria Scandinavica, vol. 97, no. 2, pp. 99–108.]  [21: 	Perisse, D, Amiet, C, Consoli, A, Thorel, M, Gourfinkel-An, I, et al (2010), ‘Risk factors of acute behavioural regression in psychiatrically hospitalised adolescents with autism’, Journal of the Canadian Academy of Child and Adolescent Psychiatry, vol. 19, no. 2, pp. 100–108.]  [22: 	Sullivan, A & Caterino, LC (2008), ‘Addressing the sexuality and sex education of individuals with autism spectrum disorders’, Education and Treatment of Children, vol. 31, no. 3, pp. 381–394.]  [23: 	Lawson, W (2005), Sex, Sexuality and the Autism Spectrum, London, Athenaeum Press.]  [24: 	Treatment and Education of Autistic and Communication related handicapped Children (TEACCH) (2010), Sex Education for People with Autism, Matching Programmes to Levels of Functioning,, Autism Independent UK, available at the Sexuality and Autism © TEACCH Report webpage <www.autismuk.com/autism/sexuality-and-autism/teacch-report>, accessed 8 March 2016.] 

[bookmark: _Toc38022999]Understanding sexualised behaviours of concern
[bookmark: _Ref441058322][bookmark: _Ref441058439]There is no one shared definition or understanding of what constitutes SBoC[endnoteRef:25],[endnoteRef:26]. SBoC may include several behaviours such as making obscene gestures, touching private body parts of another person, non-consensual hugging, exposing one’s own body parts, disrobing and masturbating publically[endnoteRef:27], touching own private body parts in public, discussing inappropriate sexual subjects, looking up skirts or down shirts4 and non-consensual touching of non-genital parts of the body25. This suggests potential confusion may develop when considering if behaviour is sexually inappropriate. [25: 	Fegan, L, Rauch, A & McCarthy, W (1993), Sexuality and People with Intellectual Disability, 2nd edition, Artarmon, MacLennan & Petty.]  [26: 	Knight, C, Alderman, N, Johnson, C, Green, S, Birkett-Swan, L & Yorstan, G (2008), ‘The St Andrew’s Sexual Behaviour Assessment (SASBA): development of a standardised recording instrument for the measurement and assessment of challenging sexual behaviour in people with progressive and acquired neurological impairment’, Neuropsychological Rehabilitation, vol. 18, no. 2, pp. 129–159.]  [27: 	Philo, S, Richie, M & Kass, M.(1996), ‘Inappropriate sexual behaviour’, Journal of Gerontological Nursing, vol. 22, no. 11, pp. 17–22.] 

[bookmark: _Toc38023000]Behaviour may not be sexual at all
It is necessary to consider that SBoC may not be sexually motivated and may be better accounted for as:
a stereotyped and repetitive behaviour in ASD9
[bookmark: _Ref441058445][bookmark: _Ref441058639]the relief of boredom[endnoteRef:28],[endnoteRef:29],[endnoteRef:30] [28: 	Brown, H & Barrett, S (1994), ‘Understanding and responding to difficult sexual behaviour’ in A Craft (Ed), Practice Issues in Sexuality and Learning Disabilities, London: Routledge.]  [29: 	Tarnai, B (2006), ‘Review of effective interventions for socially inappropriate masturbation in persons with cognitive disabilities’, Sexuality and Disability, vol. 24, no. 3, pp. 151–168.]  [30: 	Taylor Gomez, M (2012), ‘The S words: sexuality, sensuality, sexual expression and people with intellectual disability’, Sexuality and Disability, vol. 30, no. 2, pp. 237–245.] 

a lack of opportunity for privacy may inadvertently result in behaviours being displayed in public areas7,26,28
behaviours may be an expression of a desire for intimacy in someone who cannot adequately express it26
ill-fitting clothing and physical health problems such as tight foreskin and urinary tract infection28 may result in touching and interfering with clothing which is misinterpreted as SBoC.
a functional behaviour for the person in achieving something irrespective of whether an observer could identify it or not.
[bookmark: _Ref441058566]SBoC may not be responsive to social disapproval[endnoteRef:31],[endnoteRef:32] and because a behaviour feels good, what others think about it takes a secondary position30,28. [31: 	Ray, F, Marks, C & Bray-Garretson, H (2004), ‘Challenges to treating adolescents with Asperger’s syndrome who are sexually abusive’, Sexual Addiction & Compulsivity, vol. 11, no. 4, pp. 265–285.]  [32: 	van Son-Schoones, N & van Bilsen, P (1995), ‘Sexuality and autism: a pilot study of parents, health care workers and autistic persons’, International Journal of Adolescent Medicine and Health, vol 8, no. 2, pp. 87–101.] 

[bookmark: _Ref441058993][bookmark: _Ref441063298][bookmark: _Ref441059208]More practically, medications may affect libido, arousal and ejaculation[endnoteRef:33],7,26,30,29 so, for example, a young man experiencing erection difficulty may masturbate frequently in the hope of achieving a better erection[endnoteRef:34]. The immediate feelings from self-stimulation and masturbation are strong reinforcers to behaviour in all settings, including in public[endnoteRef:35], however SBoC may also have an attention, escape and/or tangible function[endnoteRef:36]. [33: 	Greydanus, DE, Rinsza, ME & Newhouse, PA (2002), ‘Adolescent sexuality and disability’, Adolescent Medicine, vol. 13, no. 2, pp. 223–247.]  [34: 	Lawrie, B & Jillings, C (2004), ‘Assessing and addressing inappropriate sexual behaviour in brain-injured clients’, Rehabilitation Nursing, vol. 29, no. 1, pp. 9–13.]  [35: 	Tissot, C (2009), ‘Establishing a sexual identity’, Autism, vol. 13, no. 6, pp. 551–566.]  [36: 	Hepworth, K & Wolverson, M (2006), ‘Care planning and delivery in forensic settings for people with intellectual disabilities’ in B Gates (Ed), Care Planning and Delivery in Intellectual Disability Nursing, Carlton: Blackwell.] 

[bookmark: _Toc38023001]Assessing sexualised behaviours of concern
The following factors are relevant considerations when undertaking an assessment and designing an intervention for SBoC (developed from11,[endnoteRef:37]): [37: 	O’Callaghan, D (2006). ‘Group treatment of young people with intellectual impairment who sexually harm’ in RE Longo & DS Prescott (Eds), Current Perspectives: Working with Sexually Aggressive Youth and Youth with Sexual Behaviour Problems, Holyoake, NEARI Press.] 

	Family
	The structure of family relationships
What are the family’s beliefs and practices regarding nudity, sexuality, masturbation, intercourse and gender?

	
	Family of origin factors
If the young person is not in the care of their biological family, were there any sexual factors related to their placement?

	
	Care history
Frequent changes in residence and support are destabilising and increase risk of abuse. Has the young person been abused?

	Individual skills
	Adaptive functioning versus chronological age
Young people with disabilities have skills which may not be as developed as their peers of the same age. Take care when comparing behaviour between children and refer to specific assessment of the child’s abilities.

	
	Developmental history
What were the young person’s learning and behavioural characteristics as a child? What kind of skills did they quickly develop and what was more difficult?

	
	General intellectual functioning
This is obtained from an IQ assessment administered by a psychologist to identify cognitive strengths and weaknesses across a broad set of skills. This must not be the sole area of assessment in SBoC. 

	
	Degree of self-regulation
How successfully can the young person independently terminate preferred and initiate non-preferred tasks and activities? 

	
	Social functioning, interest and rejection
How do the young person’s social and communication skills promote or inhibit interaction with others?

	Health
	Physical maturation and sexual development
Physical sexual characteristics are associated with hormonal changes which in turn influence behaviour. Is sexual behaviour consistent with sexual development?

	
	Personal health history
Are there any physical health conditions which may mimic sexual behaviour? Some prescribed and over-the-counter medications can have unintended side effects such as behavioural disinhibition and may affect libido, arousal, ejaculation and menstruation. Is there irritation to the genitalia or anus?

	
	Psychosexual development
Does the young person have the opportunity to seek and maintain intimate relationships, manage complex emotions, achieve independence in self-care tasks? How may clothing, equipment and dependence affect self-esteem?

	Sexual knowledge
	Base knowledge of socio-sexual information and rules
Does the young person have knowledge of different types of relationships (i.e. family, friends, intimate), different types of physical contact, consent, and the confidence and ability to seek help and report unwanted sexual attention or abuse?

	
	Educational history
Does the young person have words to describe body parts and sexual behaviours? Does the young person understand personal care and hygiene needs? (Refer to the section about education elsewhere in this guide.)

	Sexual behaviour
	Experiences and opportunities for normal experimentation with age-appropriate peers
It is normal and expected that young people experiment in regards to their emerging sexuality and this requires social opportunities to do so. Does the young person have this opportunity?

	
	History and meaning of problematic sexual behaviour
Has this or a similar or related behaviour occurred at another time? What intervention was undertaken at that time and was it successful in addressing the behaviour?

	
	The young person’s response to discovery and intervention
Did the young person show embarrassment or remorse or any other emotional response which demonstrates acknowledgement of social expectations? Did their subsequent behaviour change?

	Response to sexual behaviour
	The parents’/carers’ response to disclosure
Was the response from the young person’s parents or carers reasonable in the circumstances? Do they demonstrate knowledge of appropriate sexual behaviour based on the child’s development and abilities?

	
	Involvement of clinicians and the legal system
Has the young person previously received specialist clinical services related to their SBoC? What were the recommendations from this service for future SBoC? Has the young person ever had formal contact with the justice or legal system related to SBoC? Does the behaviour require mandatory reporting to authorities and/or reporting required by policy?


[bookmark: _Ref441063754]This approach is consistent with the assessment practices of Positive Behaviour Support (PBS)[endnoteRef:38] which focus on contextual variables over protracted periods of time. Contextual variables are those events most likely to have a functional relationship to the SBoC and which should be further assessed through functional behaviour assessment (FBA). These contextual variables can include[endnoteRef:39]: [38: 	Carr, EG, Dunlap, G, Horner, RH, Koegel, RL, Turnball, AP, Sailor, W et al (2002), ‘Positive behaviour support: evolution of an applied science’, Journal of Positive Behaviour Interventions, vol. 4, no. 1, pp. 4–16.]  [39: 	McAtee, M, Carr, E.G. & Schulte, C (2004). ‘A contextual assessment inventory for problem behaviour: initial development’, Journal of Positive Behavior Interventions, vol. 6, no. 3, pp. 148–165.] 

Negative interactions (e.g. disagreement, communication, unfamiliarity)
Disappointments (e.g. activities cancelled, wishes not met)
Tasks/activities (e.g. new, difficult, no choice)
Daily routines (e.g. boredom, inability to leave, transitions)
Uncomfortable environment (e.g. noise, temperature, seating)
Changes in environment (e.g. lost items, unfamiliarity)
Medication (e.g. changes, side effects)
Illness (e.g. acute and long-term)
Psychological states (e.g. hunger, thirst, fatigue, menstruation).
[bookmark: _Ref441063325]
Accurate identification of contextual variables can be used to design interventions that prevent SBoC from occurring, however it does not provide information about why a particular variable is associated with the behaviour. In order to understand why an SBoC is occurring, functional behaviour assessment (FBA) is required. FBA has been specifically recommended for investigating SBoC11,[endnoteRef:40],[endnoteRef:41],25,33,30,26,[endnoteRef:42] and is a core feature of positive behaviour support[endnoteRef:43]. [40: 	Canella-Malone, HI, Tullis, CA & Kazee, AR (2011), ‘Using antecedent exercise to decrease challenging behaviour in boys with developmental disabilities and an emotional disorder’, Journal of Positive Behaviour Interventions, vol. 13, no. 4, pp. 230–239.]  [41: 	Fisher, WW, Thompson, RH, Hagopian, LP, Bowman, LG & Krug, A (2000), ‘Facilitating tolerance of delayed reinforcement during functional communication training’, Behaviour Modification, vol. 24, no. 1, pp. 3–29.]  [42: 	Wolfe, PS, Condo, S & Hardaway, E (2009), ‘Sociosexuality education for persons with autism spectrum disorders using principles of applied behaviour analysis’, Teaching Exceptional Children, vol. 42, no. 1, pp. 50–61.]  [43: 	Dunlap, G, Sailor, W, Horner, RH & Sugai, G (2009), ‘Overview and history of positive behaviour support’ in W. Sailor, G. Dunlap, G. Sugai & R. Horner (Eds), Handbook of Positive Behaviour Support, Springer, New York.] 

[bookmark: _Toc38023002]Functional behaviour assessment
FBA is the process of collecting and analysing data about behaviour in the format of antecedent-behaviour-consequent (ABC), or setting-trigger-action-response (STAR):
	Setting event
(Setting)
	Antecedent
(Trigger)
	Behaviour
(Action)
	Consequence
(Response) 

	A variable that influences the display of a behaviour, i.e. what made the behaviour more likely to have occurred? (see discussion above)
	What triggers the behaviour, who was there, what was about to happen, what was said, what occurred immediately before the behaviour?
	Towards whom or what is behaviour directed?
What did the behaviour look like?
What were the specific observable details about the behaviour?
	Describe how others reacted to the behaviour. What happened immediately following the behaviour, what was done, what was said, how did others react?


The details of FBA are important in making a distinction between the processes of identifying what behaviours are occurring and identifying why they are occurring[endnoteRef:44]. Refer to resources from the Office of Professional Practice and other reliable sources of information online regarding how to conduct FBA. [44: 	Johnson, C, Knight, C & Alderman, N, (2006), ‘Challenges associated with the definition and assessment of inappropriate sexual behaviour amongst individuals with a neurological impairment’, Brain Injury, vol. 20, no. 7, pp. 687–693.] 

Even if the behaviours related to achieving sexual enjoyment have not been learnt, enjoyment may reinforce the behaviour[endnoteRef:45]. This necessitates the provision of supportive policies for sexual expression in services which support people with all disabilities in order to proactively address appropriate sexual behaviour. Government funded human services have policies and procedures for supporting safe sexual behaviour and these must be supported by local organisational policy and procedures. [45: 	McGill, P (1999), ‘Establishing operations: implications for the assessment, treatment and prevention of problem behaviour’, Journal of Applied Behaviour Analysis, vol. 32, no. 3, pp. 393–418.] 

Assessment of SBoC requires attention to both the personal factors of the person and the components of the behaviour in order to comprehensively understand the challenges faced by the person and adequately plan intervention.
[bookmark: _Toc38023003]Intervention for sexual behaviours of concern
A number of basic principles have been identified for behaviour intervention in SBoC, including:
the different types and degrees of assistance which may be required by the person23
not using punishment but rather encouraging appropriate behaviour7,35
not only approving or allowing heterosexual behaviour[endnoteRef:46] [46: 	Lofgren-Martenson, L (2009), ‘The invisibility of young homosexual women and men with intellectual disabilities’, Sexuality and Disability, vol. 27, no. 1, pp. 21–26.] 

[bookmark: _Ref441059331]as skills are learnt, supervision is reduced[endnoteRef:47] [47: 	Ward, KM & Bosek, RL (2002), ‘Behavioural risk management: supporting individuals with developmental disabilities who exhibit inappropriate sexual behaviours’, Research & Practice for Persons with Severe Disabilities, vol. 27, no. 1, pp. 27–42.] 

intervention must be consistent with strategies already successfully implemented for the young person11,22
replacement of inappropriate behaviour with a functionally equivalent appropriate behaviour.

Replacing a sexual behaviour with a non-sexual behaviour may be unsuccessful as another behaviour is unlikely to be preferred over sexual enjoyment or orgasm[endnoteRef:48]. This consideration supports the positive approach to behaviour support for behaviours of concern, including SBoC, and is consistent with the person-centred planning and self-determination values of PBS. [48: 	Wagner, MK (1968), ‘A case of public masturbation treated with operant conditioning’, Journal of Child Psychology, Psychiatry and Allied Disciplines, vol. 9, no. 1, pp. 61–65.] 

Multidimensional approaches to intervention are recommended28,46 which may involve one or more of: decreasing inappropriate behaviour, increasing appropriate behaviour, increasing social skills and teaching self-management skills.
In contrast to this, redirection to another activity is often suggested, however redirection to a place with adequate privacy such as a bedroom or bathroom, and provision of scheduled breaks or private leisure time so the person can anticipate times for personal needs such as masturbation7, is more fitting with a positive approach.
[bookmark: _Toc38023004]Guidelines for responding to SBoC
Guidelines for responding to SBoC in persons with cognitive disabilities have been proposed which are also applicable to persons with ASD and ID28:
Do not perpetuate a status of perpetual minors. People with disabilities, just like those without, have responsibilities when living in the community, which includes compliance with laws and norms regarding social behaviour. People with disabilities require education and support from staff, carers and parents which teaches and reinforces appropriate social behaviour.
Do not anticipate or overreact to, sexualised behaviours of concerns around puberty. Puberty is a time of confronting physical and emotional development for all young people, including those with disabilities. Sexual behaviour at this time may be more overt, especially if a young person does not have the skills to self-regulate their behaviour.
Aim for self-regulation and differentiation in controlling SBoC. Every young person should be given the permission, knowledge and skills to engage in solo, safe sexual behaviour when they desire at appropriate times. To ensure that the support of young people regarding sexual behaviour is sustainable and models acceptable standards, young people should be taught to initiate appropriate sexual behaviour themselves rather than rely upon an adult to prompt them.
Avoid non-consented, intrusive interventions. A variety of laws stipulate that everyone has rights, and people with disabilities are afforded special rights due to their vulnerability. Any intervention in response to SBoC should not unnecessarily limit a young person’s rights. For example, this includes freedom of movement, privacy, and not being subject to unnecessary or unproven medical treatment or treatment which inappropriately places them at risk of adverse effects. The Disability Act 2006 and the Charter of Human Rights and Responsibilities Act 2006 provide guidance for considering these and other human rights.
A framework for sexual behaviour intervention which is relevant to people with ID and ASD has also been proposed33:
1. Choose one behaviour in most need of change based on the extent to which the behaviour impinges on others and the extent to which it poses a risk to the person themselves.
Involve the person as much as possible in changing the behaviour through giving them choices, scheduling their preferred activities, giving them time alone with privacy and generally providing them with a fulfilling and engaging life.
Find alternatives and reinforcers that will help the person change the behaviour through safe and fulfilling sexual exploration and provide meaningful reinforcement for appropriate behaviours.
Maintain a consistent approach to support and intervention of the young person across all settings, for example school, respite and home. This ensures that skills can be practised regularly and behavioural expectations are known and can be reinforced. This is best achieved through the use of a behaviour support plan.
Ensure that the message about the behaviour is clearly communicated, both verbally and nonverbally, as young people with ASD and ID have difficulties with communication, both understanding what they hear and expressing what they know or want.
Remember that only the person’s behaviour is being assessed as inappropriate, not them personally. Derogatory terms or labels must not be used when describing the young person, nor should medical diagnoses be used to describe a person’s behaviour.
These guidelines are, overall, consistent with PBS insofar as taking a broader approach to SBoC intervention which addresses the broader support needs of the individual to enhance their quality of life.
[bookmark: _Toc38023005]Caution with sexuality and human relations education
[bookmark: _Ref441063431][bookmark: _Ref441063550]Sexuality and human relations programs designed for individuals with ID do not necessarily address the social impairments characteristic of ASD[endnoteRef:49],[endnoteRef:50],22,21,34,41,[endnoteRef:51]. Many education programs for people with ID have generally been unevaluated[endnoteRef:52],[endnoteRef:53] and there is little research to demonstrate that persons with ID generalise knowledge or skills to their daily lives48. Few programs are specifically designed for young people with ASD41 and the ones that do exist typically focus on the more able end of the autistic spectrum and are in a format which is difficult for the learner. They also focus on social skills, which is not the primary need of this group34. Young people with ID and ASD require very clear knowledge about what sexual behaviour they can do and where they can do it. [49: 	Griffiths, DM, Watson, SL, Lewis, T & Stoner, K (2004), ‘Sexuality research and persons with intellectual disabilities’ in E Emerson, C Hatton, T Thompson & TR Parmenter (Eds), The International Handbook of Applied Research in Intellectual Disabilities, West Sussex, John Wiley & Sons.]  [50: 	Hatton, S & Tector, A (2010), ‘Sexuality and relationship education for young people with autistic spectrum disorder: curriculum change and staff support’, British Journal of Special Education, vol. 37, no. 2, pp. 69–76.]  [51: 	Wolfe, PS & Blanchett, WJ (2003), ‘Sex education for students with disabilities: an evaluation guide’, Teaching Exceptional Children, vol. 36, no. 1, pp. 46–51.]  [52: 	Coleman, EM & Murphy, WD (1980), ‘A survey of sexual attitudes and sex education programs among facilities for the mentally retarded’, Applied Research in Mental Retardation, vol. 1, no. 3–4, pp. 269–276.]  [53: 	Whitehouse, MA & McCabe, MP (1997), ‘Sex education programmes for people with intellectual disability: how effective are they?’, Education and Training in Mental Retardation and Developmental Disabilities, vol. 32, no. 3, pp. 229–240.] 

The following points should be considered prior to engaging an educational program for SBoC[endnoteRef:54]: [54: 	Schaafsma, D, Stoffelen, JMT, Kok, G & Curfs, LMG (2013), ‘Exploring the development of existing education programmes for people with intellectual disabilities: an intervention mapping approach’, Journal of Applied Research in Intellectual Disabilities, vol. 26, no. 2, pp. 157–166.] 

1. Describe the SBoC objectively and do not pre-determine the cause (e.g. lack of knowledge) at the time of referral
What are the expected outcomes of the intervention and how will they be measured?
What is the scientific basis of the intervention?
How has the intervention been evaluated in order to know that it works?
The young person’s skills must be assessed before, during and after intervention48,49 in order to establish what they need to learn and evaluate if they have in fact learnt what they were taught.
Four developmental levels for the provision of sexuality and human relations education to individuals with autism have been recommended23. The usefulness of the levels is that the needs of those with ID are considered and explanations for aiming for more basic skills are provided.
Level 1: discriminative learning: knowing when and where to disrobe, masturbate, touch other people, and related behaviours
Level 2: personal hygiene: cleaning themselves properly after a bowel movement, appropriate hygiene during their menstrual periods, changing underwear, cleaning themselves appropriately in a bath or shower, using deodorant, and related behaviours
Level 3: body parts and functions: introduce concepts of body parts and their functions and be sure these are understood
Level 4: a comprehensive sexuality and human relations education program
These levels match the skills of a person, and as they achieve all of the skills related to a specific level, they are ready to move onto higher skills.
[bookmark: _Ref441063989]
Providing education to a young person after they have engaged in SBoC is unlikely to be successful23 because the relationship of their sexual behaviour to the consequence of the behaviour is not immediate and it is too difficult for the young person to make the association between their behaviour and what they have learnt in an unrelated scenario. Simply providing ‘education’ should never be the sole intervention, as a true educative response includes opportunities to practice learnt skills in everyday life, with support from adults. In addition, responding to behaviours too long after they have occurred risks being draconian and discriminatory because there is no opportunity for assessment-based intervention[endnoteRef:55]. A holistic approach to supporting the sexuality needs of young people with ID and ASD through proactive education is necessary to avoid the development of inappropriate behaviour - the second aim of positive behaviour support37. [55: 	Brown, H & Thompson, D (1997), ‘Service responses to men with intellectual disabilities who have unacceptable or abusive sexual behaviours: the case against inaction’, Journal of Applied Research in Intellectual Disabilities, vol. 10, no. 2, pp. 176–197.] 

[bookmark: _Toc38023006]Responsibilities of service providers
Providers of services to young people with ID and ASD have a requirement to support young people effectively, however the ‘how and when’ aspects of staff intervention for SBoC are often made worse by:
low confidence of staff in intervening[endnoteRef:56] [56: 	Kalyva, E (2010), ‘Teachers’ perspectives of the sexuality of children with autism spectrum disorders’, Research in Autism Spectrum Disorders, 4, no. 3, pp. 433–437.] 

arguments about whose responsibility it ultimately is to provide such an intervention2,[endnoteRef:57],[endnoteRef:58] [57: 	Ballan, M.S (2012), ‘Parental perspectives of communication about sexuality in families if children with autism spectrum disorders’, Journal of Autism and Developmental Disorders, vol. 42, no. 5, pp. 676–684.]  [58: 	Rapin, I (2005), ‘Autism: where we have been, where are we going’ in FR Volkmar, R Paul, A Klin & D Cohen (Eds), Handbook of Autism and Pervasive Developmental Disorders, third edition, volume 2: assessment, interventions and policy, New Jersey, John Wiley & Sons.] 

confusion about who is responsible for evaluation of the interventions35
These points have all been identified as integral considerations in an organisation’s response to SBoC and are important components in a PBS approach to service delivery.
The learning of appropriate sexual behaviour should occur in regards to the rules and norms of where the person lives7. Environments which support multiple people (such as respite or group homes) or those which are restrictive may discourage the use of other means of supporting safe sexual expression. This requires service providers to have policies that support a person’s sexual expression29 as it is acceptable for a person to express their sexuality within the confines of their social contacts7, which, in the case of young people with disabilities, may be limited to school, respite or other support services.
It is difficult for organisations to identify when SBoC becomes a ‘problem’, and further difficulties are encountered when there is no confirmed evidence that SBoC had occurred yet a young person is believed to have engaged in SBoC which poses a risk of harm to others54. Together and separately, these issues point to the need for organisations to have clearly established policy and procedures for responding to SBoC,. The risk of maintaining an informal approach to SBoC is that young people may be subject to random interventions which are “not based on any clear rationale or monitored against clear criteria, to which they have not consented and for which there are no accessible complaints or review procedures”54 p. 194.

Ten recommendations for service providers when supporting young people with intellectual disability and ASD who display sexualised behaviours of concern have been identified[endnoteRef:59]: [59: 	Hayward, B. (2015) ‘Inappropriate sexual behaviour in young people with autism and intellectual disability: an integrative review and recommendations for service provision’, International Journal of Positive Behavioural Support, vol. 5, no. 1, pp. 34–48.] 

	Avoid simplistic explanations for SBoC
	This includes the use of pejorative or medical terms in an attempt to explain behaviour, or of behavioural terms without first undertaking FBA. Consider:
how the impairments of ASD affect the individual person
poor engagement in meaningful activity
lack of privacy and intimacy
clothing and physical health concerns
lack of pleasure, excitement and gratification.

	Clear policy and procedure for responding to SBoC
	Organisations have unambiguous policies and procedures which direct staff actions in situations where SBoC has occurred and which protect the rights of all parties, including the young person who has engaged in the behaviour. Consider:
support for sexual expression
a clear threshold for when sexual behaviour becomes problematic or inappropriate
interventions are evidence-based and implemented in a transparent manner
educative interventions are not provided in isolation and not offered only following a crisis.

	Staff education and training
	Any education or training provided to staff addresses staff’s attitudes and values and subsequent changes in their practice following education or training can be evaluated. Consider:
potential bias towards evidence of sexual expression in males
knowledge and skills in when and how to intervene
acknowledgement of staff responsibility to intervene.

	Accurate use of functional behaviour assessment (FBA)
	Functional behaviour assessment is utilised to identify the setting, events, antecedents, consequences and function of the behaviour. Consider:
methods of data collection
accurate recording of objective data
adequate and regular analysis of data
data informs the development and revision of a support and intervention plan.

	Interventions go beyond addressing the specific behaviour to consider support for wider aspects of the person’s life
	Consistent with PBS, the young person’s entire life is considered to ensure that they are supported to have rich and fulfilling experiences which provide many opportunities for enjoyment and gratification. Consider:
utilisation of a wraparound approach
increase social competence and communication skills
physical health conditions are identified early and treated as necessary.

	Leadership and motivation of staff
	Effective leadership is necessary to provide support and practical guidance to staff in their day-to-day work with young people, especially when SBoC occurs. Leadership ensures compliance with accepted standards of practice and encourages staff to persist when faced with adversity. Consider:
value statements for the sexuality of people with disabilities
frequent and effective staff supervision
frequent and useful team meetings
on-the-job training
coaching in the workplace.

	Resources are made available to enrich the material and social environment 
	Barren, unengaging and unwelcoming environments perpetuate behaviours of concern and negatively affect staff morale and performance. Resources are necessary to provide interesting, inclusive and challenging opportunities for young people which build on existing skills and provide prospects for staff to engage the young person in meaningful activity. Consider:
social contact
purposeful and meaningful activity
sufficient staffing at necessary times
provision of sensual and relaxing experiences which are not sexualised.

	There is capacity within the organisation for complex decision-making and risk management 
	Capacity refers to management and practice staff who have the necessary knowledge and skills to make informed decisions when responding to SBoC. These decisions do not negatively impact the young person or staff and also make significant contributions to the resolution of the SBoC. Consider:
addressing behaviours in a formal and evolved manner
formal recording in case notes
the reputation of individuals involved
ability to justify concerns and management strategies
behaviour support plans are in place and are revised regularly
maintaining choice, least restrictiveness and confidentiality.

	Professional support is available to the staff group as required 
	When there is an insufficient response of the young person to assessment-based intervention, the organisation has clear pathways to seek professional consultation from an adequately qualified, registered and experienced clinician. Consider:
addressing personal beliefs
clinical, multidisciplinary advice
avoiding a sole medical perspective and treatment
interventions are evidenced-based.

	Coherent service planning and sharing of information
	The planning and delivery of services for the young person is undertaken in collaboration with all existing and proposed providers. There should be a single support plan which outlines interventions for SBoC. Consider:
involvement of parents
collaboration with all service providers
advocacy for individuals with disabilities who are subject to restrictive practices.


These recommendations for organisational responses to SBoC comprise the core dimensions of PBS which are integral for enhancing quality of life and minimising challenging behaviour, including SBoC37.
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