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However, I rarely have the opportunity to be in social situations 
with other young adult men, disabled or non-disabled. 

I want to love and be loved, to be seen as attractive, to feel worthy, 
and to share my life with someone who chooses to be with me.  





It is vital to realise that young people like me with life-

limiting conditions have wants, needs and desires like 

any other young person.

We must not be infantilised, we must be treated as 

emerging and maturing young adults, and whilst we must 

ensure that we keep young people safe, we must do so 

without preventing them from exploring sex, sexuality and 

relationships within their own lives.



Thank you for listening, I’ll now hand over to Maddie

“Let's talk about sex, intimacy and relationships…” interactive resource
https://www.open.edu/openlearn/health-sports-psychology/young-peoples-health/lets-talk-about-sex-intimacy-

and-relationships

“Nine top tips on talking about sex… for young people with a life-limiting or life-threatening condition” 
listicle resource

https://www.open.edu/openlearn/health-sports-psychology/young-peoples-health/9-top-tips-on-talking-about-

sex-young-people-life-limiting-or-life-threatening-condition

“Five things to know about being disabled and LGBTQ” listicle resource

https://www.open.edu/openlearn/health-sports-psychology/young-peoples-health/five-things-know-about-being-
disabled-and-lgbtq



Practical issues in supporting 
people with life-shortening 
conditions: Sex and Sexuality

Dr Maddie Blackburn

Visiting Fellow & Chair of The Open 
University Sexuality Alliance.



Sexuality , relationships 
and reproductive 
choices in young adults 
with LLTCs

•Maddie’s PhD thesis focused on the emergence of 
a third group of young people with LLTCs who are 
on the threshold of adulthood (not children or older 
adults)

•Over the last century, palliative care has 
developed as a unique and explicit specialism for 
all age groups, creating its own philosophy and 
often rendering it different from services provided 
in NHS health-care setting

•The young people (age 16-39 years) in Maddie’s 
thesis emerged as adults at different chronological 
and physiological stages. This was often 
compounded by their LLTCs. 



www.hospiceuk.org

Four  intersecting areas of sexuality 
research 

•Sexuality

•Disability

•Uncertainty along the life course

•Death, Dying, End of Life



www.hospiceuk.org

Recommendations

•Access to life-long and specialist 
information about relationships, 
intimacy and sex- not just at school or 
college (both young  people and their 
carers)

•Sustainable, dedicated services for 
young people with LLTCs that address 
their holistic needs, including sex

• Guidance and governance about  
relationship choices and sex in 
hospices for young people in hospices 
and those who support them.  



Recommendations

• Young people and their families should be made aware of the policy, 

processes and support available, and consulted about ongoing needs 

or concerns.

• Support should be offered to families who struggle to understand the 

reason for this work.

• There should be ongoing review of needs – of young people, families 

and staff to ensure that the policy remains robust and fit for purpose.



• All young people have the right to 
receive information and support to 
develop their self-esteem, a positive 
body image and self-confidence in 
relation to their sexuality and 
relationships.

• This can be particularly challenging 
for young people with life- limiting 
conditions or complex health 
conditions and for their parents / 
carers.

• Professionals should recognise that 
avoidance of discussing issues 
around sex and sexuality can cause 
deep unhappiness and distress.



Clinical Governance 

• Underpins, sustains and improves high standards of care. The CQC and RCN suggest 5 key considerations:

• Young People – how support around sexuality is based on individual’s needs.

• 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 issues of sex, intimacy and relationships.

• Leadership – how improvements can reduce taboos and improve knowledge and confidence in staff.



• Managers and organisations should work towards 
achieving a culture in which sexuality issues can 
be openly discussed within the team, and that  
young people are encouraged and supported to 
talk about their sexuality and sexual needs.

• Support should be provided to help young people 
develop skills such as decision making; 
communication; assertiveness and understanding 
personal safety to underpin their ability to develop 
relationships.

• Wherever possible young people should be 
assisted to understand their sexual feelings and 
learn about acceptable and appropriate behaviour 
and respect for others.



• Addressing issues about sex and sexuality is both appropriate and legitimate, and there is 
a professional and clinical responsibility to do so.

• Issues relating to sex and sexuality are most appropriately addressed within a wider 
context of health and well-being, including sexual health.

• All young people should be able to enjoy and control sexual and reproductive behaviour 
with freedom from fear, shame, guilt and false beliefs.



• If individual professionals feel uncomfortable in 
supporting young people with issues around sex 
and sexuality it would be in no party’s best 
interests to insist that they participate in this 
aspect of personal care. They cant be forced to.

• Professionals who feel strongly about this should 
inform colleagues, their manager and the person 
receiving care that they have a conscientious 
objection to a particular procedure and arrange 
for a suitably qualified colleague to take over 
responsibility for that person’s care.



Robust Sexuality Policies
:

• Identify clear processes and clear reporting lines.

• Fit within legal frameworks.

• Be informed by evidence and research.

• Identify a named person/ individuals to lead on sexuality who can be 
responsible for supporting staff members.



Thank you for Listening…

Any Questions?

maddie.blackburn1@open.ac.uk


