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1.
INTRODUCTION 
Until recently young people with a life limiting or life-threatening condition were not expected to live into adulthood. New advances in treatments and technology now mean that life expectancy for many young people has increased significantly. Their needs, wishes and expectations as young people changes as they mature, and their sexuality will be a key issue, not just around sex and intercourse, but also about intimate relationships with someone else and the impact of the life limiting/life threatening nature of their condition and sexual orientation.
All people are sexual beings whatever their gender, orientation, culture, faith, ability, disability, education or family background. A person’s sexuality will develop throughout childhood and is part of their identity. It is therefore expressed in many ways, in intimate relationships and also all wider social contacts such as the extended family, political or social groups, professional and working situations and so on. This means the freedom to be part of a family and social group whilst being open and expressive of one’s sexuality.                                                

This policy is intended to outline Rainbows commitment to supporting and advocating for the sexuality needs of young people whilst providing clear guidance and safe processes for those staff working with them. It is underpinned by the principles contained within the Together for Short Lives/ Open University Guidance and Standards: Talking about sex, sexuality and relationships (2015 & 2016) that all young people with a life-limiting or life-threatening condition should expect:

· To have the right to privacy, dignity and confidentiality.
· To be able to address sexuality, intimacy and relationships with freedom from fear, guilt, shame and taboo. 
· To be appropriately supported from vulnerability to risk or harm.
· To have the right to discuss, explore and receive relevant information about relationships, intimacy and sexuality, if that is their wish.
· To have their individual needs and views at the centre of care and support, but with information and support provided to their families too.
· To be able to approach professionals to discuss issues of sex, sexuality and intimacy without being judged. 
· To have support relating to sex, sexuality and intimacy throughout their life, including early discussions in childhood and support at the end of life.
Rainbows is committed to the belief that staff should provide a life-long approach to providing information and education for young people, ensuring that:

· They have access to developmentally appropriate information to enable them to explore and develop their own sexual identity, irrespective of gender or sexual orientation.

· Parents/carers are prepared to be able to support young people with their emerging sexuality, intimacy and relationship issues.

· Care-givers feel confident about communicating with young people about sexuality and relationship issues, undertaking training as necessary.

· Care-givers are informed about practical support that they can safely and legally provide to young people, including the use of technology.

· Care-givers are aware of cultural and religious beliefs of young people and how these may impact on young people’s sexual development and sexual expression.

· Managers and care-givers take professional accountability for ensuring that young people are supported with sexual issues, and are aware that avoidance of this can cause distress for young people.

· Managers and care-givers take responsibility for safeguarding young people in their care.

· Managers and care-givers adhere to codes of professional conduct.
Rainbows fully acknowledges and supports the rights of individuals from within the Lesbian, Gay, Bisexual and Transgender (LGBT) Community (Appendix 1) and in line with the requirements of the Equality Act 2010, the hospice is proactively committed to ensuring that people are protected from discrimination. 

Research has shown (Marie Curie et al 2016) that people from the LGBT community often face additional challenges and barriers in end of life and bereavement care an may be apprehensive in accessing the support they need  as a result of experiencing or fearing discrimination. Rainbows recognises that it is simply not enough to aim to treat everyone the same, and recognises that people from the LGBT community may have significantly different needs that mean they will specifically benefit from the opportunity to create an end-of-life care plan  which also features the needs of LGBT.
2.
SEXUALITY POLICY

2.1: Governance

Strong and robust clinical governance will be an important component of work to support young people with issues relating to their sexuality. This will give structure and boundaries for processes, and will provide assurance and reassurance to those working directly with young people and their managers. There are five key considerations for governance around sexuality:

· Young People – how services are based on young people’s needs – including their sexuality.
· Information focus – how sexuality information is discussed and presented.
· Quality Improvement – how these sexuality standards will be reviewed and attained.
· Staff focus – how staff are supported to address sex, intimacy and relationships.
· Leadership – how improvements can reduce taboos and improve knowledge and confidence in staff.
2.2:
Admission Process/ Documentation
An individual’s sexuality develops from childhood. Sexuality relates to the way in which a person expresses him or herself and the development of friendships and relationships as much as it does to issues such as masturbation, pornography and sexual relationships. Rainbows will include age-appropriate discussion about sexuality during the admission process for all children and young people, and provide an opportunity for young people to raise questions should they wish to do so. Specific issues relating to sexuality will also be included in care planning where required and appropriate.
In some situations it may be appropriate to undertake a documented risk assessment as part of the process for enabling support, for example, where an individual wishes to undertake an activity or is asking for a degree of privacy that could compromise the care giver or place their safety at risk. Provided such requests are made competently and within the law, they should be respected and supported.
Legal issues will be discussed in more detail later in this document, however due to clear requirements relating to issues of consent for individuals who have difficulties in communication, it is ESSENTIAL that documentation relating to issues of sexuality include specific reference to the way in which an individual communicates their consent.

Records of a particularly sensitive nature should be kept separately and stored in the Senior Nurses’ Office in order to preserve the dignity and privacy of the young people involved. It should be noted that a confidential record has been made and stored separately to the main clinical notes. The young person will be made aware of this.
2.3:
Communication

In order to support young people appropriately, staff should be aware of the prejudices and difficulties which might prevent a disabled young person from finding or receiving help and support on issues of sexuality, relationships, intimacy and sex. Team members should be able to respond to young people in a positive and open manner if they raise any issues relating to sex, sexuality and relationships and assure them that they will:

· Listen to them.

· Treat their concerns and questions seriously.

· Not judge them.

· Respect confidentiality, unless safeguarding issues are involved.

When young people are non-verbal, issues of sexuality and relationships should be dealt with in a very cautious and planned way in consultation with senior care staff, with careful understanding of the young person’s particular communication method and with clear, documented indication that they wish the care team to pursue these issues with them. This is to ensure that the young person’s needs are protected and that communication on these issues is taking place because of a genuine need of the young person.

2.4:
Sexuality champions 
For young people with a life limiting or life-threatening condition, issues relating to sexuality could involve not only anxieties about subjects such as masturbation and developing relationships, but may also include questions relating to disability and concerns regarding inherited conditions. Rainbows has developed the role of ‘Sexuality Champion’ which will be promoted and discussed with young people so that they are aware of those who have knowledge and expertise to support young people who raise queries, issues or concerns. 
Discussion around issues relating to sexuality will only happen in response to questions or requests for information from young people. The young people will be made aware that staff are available to talk to them about any difficult issues, including matters relating to sexuality and relationships. 
2.5:
Confidentiality

Whilst the rights of the young person concerned are of paramount importance, hospice staff must endeavour to maintain good relationships with parents and full and open discussion with them would be encouraged whenever possible; nevertheless if a competent young person (see section 3.1) does not consent to discussion with his or her parents or carers their right to confidentiality must be respected. 
In some cases a young person’s parents or carers may object to issues of sexuality and relationships being openly discussed and such difficult issues may become ignored within families. However the avoidance of issues relating to sex and sexuality can be emotionally damaging to the individual and lead to frustration, anxiety or depression (RCN 2011).

Where there is an objection from parents or carers Rainbows will consult with them and discuss their concerns; however priority will always be given to the needs of the young people themselves. Legally, the family will not be able to override a young person who is competent to make their own decisions.  

Some staff members may also object to providing opportunities to discuss or support issues relating to sexuality. The care team has a responsibility to advocate for young people and where staff fell this compromises their own beliefs and values they must signpost the individual to other colleagues, particularly those identified as Sexuality Champions, who feel able and confident to take such conversations forwards. In such situations, staff who do not feel able to support young people with issues of sexuality must ensure that they plan ahead and are prepared for such requests and respond in a positive and supportive way. They must also ensure that they are able to give accurate information about how to access a Sexuality Champion in a timely way.
Staff who take on the role and responsibility of ‘Sexuality Champion’ will be required to attend regular clinical supervision and support.

2.6:
Relationships

A young person may wish for a partner to stay at the hospice with them, sharing a room together. If both partners are 16 or over they should have the right to pursue their own intimate relationships as any other young person or adult would, as long as this is compatible with the care needs of the hospice user. The young adults involved may need to be reminded that the hospices are primarily resources for children and families and encouraged to be discreet and responsible in their actions towards other residents and the care team. If a young person of 16 or above wishes to pursue an intimate relationship while at Rainbows, the appropriateness of this will be considered in terms of issues of risk, safety and consent.
2.7:
Boundaries   
It is possible that some young people could become overly attached to care staff who are working closely with them.  If any team member has any concerns of this nature, either for themselves or a colleague, this must be reported to a manager without delay.  It would never be appropriate for a physical relationship of any kind to develop between a staff member and a service user, regardless of their age or level of understanding.

Young people may wish to talk about these issues and may wish to ask for information and advice. These discussions should be recorded in the notes as fully as possible while respecting the young person’s dignity and issues of confidentiality. 

This should be recorded in the care team notes in an agreed and clear manner by the care team member involved with the support of the team leader/ other professional. 

In this context “inappropriate comments” would include young people asking team members to offer intimate care that would constitute sexual gratification, asking about the carer’s sexual life or making lewd or sexually violent or graphic comments. 

NB: Details relating to the levels of support that can be given are included in 3.2 of the legal section of this document.

2.8:
Sex Workers

Whilst sex work is in itself legal in the UK it has many peripheral offences surrounding it. If a young person over the age of 18 makes a competent request to see a sex worker whilst staying at the hospice their request may be supported, even if the individual is unable to make the necessary arrangements for themselves. Each situation will be considered individually, however the request must be discussed with the safeguarding lead nurse and Director of Care to confirm that it is an informed choice and that appropriate checks and safeguards are in place to protect all involved, including the hospice and hospice reputation. 
2.9:
Healthy Relationships, Safe Sex and Sexual Health

Rainbows acknowledges that some young people with life-limiting or life-threatening conditions may have increased vulnerability to exploitation or abuse due to the nature of their situation or experience. The hospice is strongly committed to supporting young people in our care to understand issues surrounding healthy relationships, safe sex and sexual health. 

If a young person confides in a care team member about a sexual relationship, the member of staff should ensure the young person is aware of these issues and that they are fully informed about contraception and protection against sexually transmitted diseases. 
Guidance is available for staff in relation to evaluating sexual behaviours of children and young people with additional needs (see appendix 2)

2.10:
Pornography

Rainbows supports the right of young people aged 18 and over to view pornography, provided that the subject matter remains within the confines of the law, ensuring that the protection of others is maintained. This may mean that the individual will be required to ensure that their viewing takes place in private and that headphones are used. Any such requests will be considered on an individual basis.
3:
LEGAL ISSUES
Rainbows provides support for children and young people from birth to 30 years of age. The hospice recognises that young people over 16 and adults over 18 who use the hospices may be involved in sexual relationships. As part of the support service in promoting the needs of young people and adults with life limiting conditions that use the hospices, the care team should be ready to discuss issues of sex, sexuality and relationships. All support should be professional and provided in terms of a responsible and mature attitude to issues of sex, sexuality and relationships, with awareness of the current legal context.

3.1: 
Consent, capacity and safety
The basis of safeguarding, and almost all legislation in the UK relating to sex, is consent. Protection of a young person with an LLTC from sexual harm should be balanced with taking acceptable risks at the right time, in the right place and in the right capacity. Provided that all of those involved in the sexual activity give their consent, freedom of sexual practice in a private place for young adults who are able to give their consent should be permissible.

Adults over the age of 18 are usually regarded as being able to consent to medical treatment, and the Family Law Reform Act 1969 gives the right to consent to young people aged from 16 to 18. Young people under sixteen are considered to be competent to give valid consent to treatment if they have the understanding and intelligence to understand what is proposed and are capable of expressing their wishes – this is known as Gillick competency. 

NB: In the case of ‘Looked After’ Children, discussions may need to be held with the placing authority or person with parental responsibility.

Although issues of sexuality do not relate directly to consent to treatment, staff should consider young people’s ability to talk about these issues with a level of relevant maturity and understanding. Issues of Gillick competency especially may enable team members to decide how to support a young person with learning difficulties, balancing their physical maturity with their level of understanding. Care team members must ensure that they are responding to the young person’s needs appropriately – considering what the young person wants to know and discuss and what the appropriate response is.

· In England, Scotland and Wales the age of consent for all sexual activity is 16. Sex with a child under 16 is a serious criminal offence.

· The Sexual Offences Act 2003 has clarified how consent should be considered relating to rape and sexual assault: The prosecution must show that the accused lacked a reasonable belief in consent for the act to take place. 

· The Act also states that children below the age of 13 are not able to give consent to any sexual activity. Penetrative sex with a child under 13 will always be classified as rape.

· The Sexual Offences Act  also created offences relating to sexual activity involving workers  in stated positions of trust and young people of 16 and 17 - such as workers in young offenders institutions, hospitals and clinics, educational establishments, and voluntary and local authority residential units.
The Mental Capacity Act (2005) refers to people over 16 and provides a statutory framework to empower and protect people who may lack capacity to make some decisions for themselves. The act has five key principles:-

· A presumption of capacity - every adult has the right to make his or her own decisions and must be assumed to have the capacity to do so unless it is proved otherwise.
· Individuals should be supported and given all practicable help to make a decision before anyone treats them as not being able to do so.
· If an adult has made an unwise decision they should not be seen as lacking capacity to make that decision.
· Any act done for a person under the Act must be done in their best interests.
· Anything that is done on behalf of a person who lacks capacity should be the least restrictive of their basic rights and freedom.
Adults supported by the care team to talk about sex and relationships and seek more information or advocacy in this area should be considered to be competent as per the Mental Capacity Act unless there is genuine evidence to suggest that they lack capacity and it is against their best interests or safety to pursue the issues. Legally a person has the capacity to make decisions about sex if they understand what sex is, any risk of pregnancy, and there may be a risk of infections. 

If restrictions are put into place for an individual who is thought to lack capacity, these should be addressed as per the hospice Deprivation of Liberties Safeguards Policy.
All support, advice or assistance must be offered within the law and the need to sustain a good professional and public reputation. Further detailed guidance related to the Law is available in Talking about Sex, Sexuality and Relationships – Guidance and Standards for those working with young people with life-limiting or life-threatening conditions 2016) which should be read in conjunction with this policy.
3.2:
Acceptable Levels of intervention 
When making a decision about whether it is legally acceptable to provide support in relation to sexual activity, including masturbation, staff should consider the following:
· Is the individual an adult?

· Can the staff member demonstrate that they are not the individual’s regular carer?

· Does the individual have any communication difficulties?

· Does the individual give consent?

· Does the individual have capacity to give consent?

· Is there privacy for the activity to take place?

A risk assessment should be completed and documented in relation to the above issues. If any of these components are missing, further documented discussion will be required as it may be illegal to provide support. The following must also then be taken into consideration:

Children under the age of 16 years 

Children under 16 cannot consent to sexual contact or activity with others (including masturbation or the use of sex aids), and individuals cannot ‘cause or incite’ a child under 16 to engage in sexual activity. However it is not illegal for a child to engage in sexual activity such as masturbation on their own in private, provided no one else is present.
Children aged 16 and 17 years

Children under 18 cannot consent to sexual activity (including masturbation or the use of sex aids) with a person in position of trust eg: a regular carer. However it is acceptable for someone who is not their regular carer and is not in a position of authority over them to provide such assistance, provided the activity takes place in private.

Adults aged 18 years and over 

An adult aged 18 or over who has the capacity to give valid consent can be assisted by another individual (including a regular carer) to engage in sexual activity, including masturbation or the use of sex aids, provided the activity takes place in private.

Adults with a learning disability or a communication difficulty

The presence of a learning disability or communication difficult does not, in itself, mean that an individual is not capable of giving consent to engagement in sexual activity, however, as discussed above, it is ESSENTIAL that clear evidence of their capacity to understand and consent to the activity is identified and clearly documented, including the way in which they express consent.

Masturbation

Issues relating to managing masturbation can be divided into three categories: privacy, criminal law and safeguarding. Wherever possible, a child or young person who wishes to masturbate should be able to do so in private, and should not be prevented from doing so by professionals. However there may be occasions when an individual does not have capacity to understand their own behaviour or the impact of this on others, and consideration should be given to whether a member of staff  could or should remain in the child or young person’s room during masturbation. 

In such situations, the key issue is whether physical presence of a staff member is absolutely necessary, and whether this can be demonstrated if necessary. In such circumstances it would be appropriate to undertake a detailed, documented risk assessment as part of care planning.

· Privacy: 

This is not an absolute right, it can be limited where absolutely necessary in order to uphold other rights, including an individual’s own health, and the rights of other people in the building. But the least restrictive measure which would be effective in the circumstances must be taken. 

If a young person who does not have capacity is masturbating they should be given private time in which to do so. As discussed above, if surveillance is essential in order to maintain the safety or rights of the individual and others, the least restrictive option may be to use video camera surveillance, and wherever possible, this should be directed at the upper body. However there are circumstances where camera surveillance won’t work (eg a mobile young person who will not stay in one place or who may insist on leaving the room). In such situations, being in the room may be the least restrictive measure possible if there is a real risk of serious injury otherwise.

· Criminal law: 

If the young person is under 18 then care needs to be taken to avoid the carer offences, the mental disorder offences and the ‘causing or inciting’ sexual behaviour by a child offences. If over 18 then it is the mental disorder offences which would be the danger. For all of these, if the staff member plays no part whatsoever in encouraging the sexual behaviour then there should be no criminal liability. 

· Safeguarding: 

This has been addressed in 3.1 the policy and through risk assessment. The hospice Safeguarding Policy should also be taken into account. In the case of young people who may lack capacity, the hospice Deprivation of Liberties Safeguards Processes must be followed.
3.3:
Child Sexual Exploitation and Trafficking
All care staff should be aware of the potential risks of child sexual abuse and trafficking and should be aware of the need to pass on any issues related to sexual activity involving children and young people that concern them. Specifically issues involving men or boys older than the child/young person at risk or where there appears to be a high level of financial benefit/the provision of gifts to the child/young person involved as these are potential indicators for Child Sexual Exploitation.

Sexual exploitation of children and young people has been identified throughout the UK, in both rural and urban areas, and in all parts of the world. It affects boys and young men as well as girls and young women. It is a form of Sexual Abuse and can have a serious impact on every aspect of the lives of children involved. Children and young people involved in any form of sexual exploitation should be treated primarily as the victims of abuse and their needs carefully assessed; the aim should be to protect them from further harm and they should not be judged or stigmatised.  The primary law enforcement response should be directed at perpetrators who groom children and young people for sexual exploitation.
4.
IMPLEMENTATION PLAN 

This policy will be cascaded to all staff at Rainbows via the policy dissemination 
process.  This policy will be available on the hospice computer shared drive. 

5.
CROSS-REFERENCE TO OTHER POLICIES

Promotion of Dignity and Prevention of Bullying and Harassment Policy, Consent Policy, Mental Capacity Act Policy, Deprivation of Liberties Safeguards (DoLS) Policy. Care of Children alongside Young Adults Policy, Safeguarding Children, Young People and Adults Policy, Mixed Sex Accommodation Policy, Equality and Diversity Procedure, Equality and Diversity Statement.
6.
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Appendix 1

Who do we mean by LGBT people? 


The abbreviation LGBT covers a diverse group, with very different experiences and needs. Understanding the distinctions between people who identify as LGBT is vital to understanding their end of life experiences. For the purposes of this policy we will use the following definitions: 
LGBT: lesbian, gay, bisexual, trans. 
Lesbian: A woman whose sexual and emotional attraction is towards women. 
Gay: A man whose sexual and emotional attraction is towards men. 
Bisexual: Bisexuality generally refers to having attraction to more than one gender. It is a broad umbrella term which may include the following groups and more: • People who see themselves as attracted to both men and women. • People who are mostly attracted to one gender but recognise that this is not exclusive. • People who experience their sexual identities as fluid and changeable over time. • People who see their attraction as ‘regardless of gender’ (other aspects of people are more important in determining who they are attracted to). • People who dispute the idea that there are only two genders and that people are attracted to one, the other, or both. 
Trans: A simple definition is someone whose gender differs from the one they were given when they were born. Trans people may identify as male or female, or they may feel that neither label fits them. Trans people may transition, or change, from the gender they were given at birth. They may change their names, the pronouns they prefer to be addressed or described by or their style of dress.  Some trans people also choose a medical transition, with the help of medical specialists who will prescribe hormones and/or surgery. Gender identity: The sense of being male, female, non-binary, agender, genderfluid, genderqueer and others. For some people, gender identity is in accord with physical anatomy; this is known as being cisgender. For trans people, however, gender identity may differ from physical anatomy or expected social roles. It is important to note that gender identity, biological sex, and sexual orientation are separate and that one cannot assume how someone identifies in one category based on how they identify in another category. Families of choice: In this report, we also refer to the families of choice of people who are LGBT and the important role they can play throughout care. For the purposes of this report, we are defining these as chosen, rather than fixed, relationships and ties of intimacy, care and support.

(Marie Curie et al (2016) “Hiding who I am - The reality of end of life care for LGBT people” 

Appendix 2
Checklist for evaluating sexual behaviour

of children & young people with special needs

1. Type of sexual behaviour
	Healthy
	Complex definition due to learning difficulty & chronological/developmental age/stage

	Problematic
	Self-directed, including non-penetrative contact, other young people targeted

	Abusive
	Compulsive, fetishist, sexual images on internet; force/violence to secure compliance; previous sexually aggressive behaviours


2. Context of behaviour
	Healthy
	Mutual, both parties free to engage and disengage

	Problematic
	Infrequent or isolated incidents, self-directed, or restricted to a specific setting

	Abusive
	Planned/secretive; threat, force or coercion; concerns/convictions for sexual behaviour


3. Young person's response
	Healthy
	Happy, comfortable, perhaps curious; may be embarrassed if found by adults

	Problematic
	Embarrassment/shame; understand/retain concerns; awareness of consequences; anxious/confused about sexual development and/or boundaries

	Abusive
	Unclear about consequences of sexual behaviour; rejects concerns 


4. Response of others
	Healthy 
	Happy, comfortable, perhaps curious; may be embarrassed if found by adults

	Problematic
	Uncomfortable or irritated but not fearful or anxious; able to tell someone

	Abusive
	Uncomfortable, fearful, anxious, avoidant of the young person


5. Relationship between the young people
	Healthy
	No significant age/development differences to suggest a power imbalance

	Problematic
	Young people targeted; mainly associates with children 3 or more years younger

	Abusive
	Targets ‘vulnerable’; power differences in relationship; poor social/intimacy skills 


6. Persistence of the behaviour
	Healthy
	Healthy interest but not the sole focus of interest in the young person's life

	Problematic
	Responds to complaints by stopping/changing behaviour; intervention has some impact 

	Abusive
	High level of sexual compulsivity; Behaviour persists despite negative consequences


7. Other behavioural problems
	Healthy
	No other behavioural problems, healthy peer relationships

	Problematic
	Access issues; poorly supervised or young person isolated or has a restricted lifestyle. 

	Abusive
	Significant mental illness; problematic early childhood to adolescence; negative community response; previous fire setting or other challenging behaviours


8. Background information known
	Healthy
	Parents have positive view of developing sexuality; positive attachments & friendships; access to social & leisure pursuits & sex education

	Problematic
	Family anxious/have inappropriate concerns about developing sexuality; high levels of stress. Sibling experience of sexual abuse

	Abusive
	Experience of abuse or neglect; violence in household;  family have history of sexual offending; poor/distorted sexual boundaries; poor care & attachments


Adapted from the AIM Project guidance document, produced by Carol Carson: www.aimproject.org.uk
List of behaviours potentially associated with sexual behaviour / stimulation

Self-Stimulation of genital area – touching, rubbing, showing

Exposing private and personal body parts

Mouthing and oral exploration of items / toys etc

Raised / heightened vocal sounds

Verbally sexual content

Laughing excessively or in a different tone from 'normal' enjoyment

Excessive smiling 

Excessive kissing 

Excessive hugging
Seeking physical attention from specific individuals

Talking about body parts

Being curious about body parts on themselves and possibly wanting to explore on others

Using 'sex language' or swear words

Role playing relationships 

Asking about changes in relationships / their body / puberty / sex

Masturbating

Looking for sexual pictures on the internet

Forceful / aggressive behaviour towards others

Grinding of teeth

Frustrated behaviours

Refusing contact with others, especially of the opposite sex
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