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Foreword from Dame Rachel de Souza 

 

The Terminally Ill Adults (End of Life) Bill has the potential to fundamentally alter our relationship to 
death, dying and medical care. It is perhaps the most consequential Bill this parliament will consider. I 
know that making sure it is as good a piece of legislation, with as robust safeguards, as possible weighs 
heavily on your mind, as it does on mine. 

That is why I was so grateful to be invited by The Rt Hon the Lord Hope of Craighead KC to give 
evidence before the Lords Select Committee. It was an important acknowledgement that the Bill will 
affect children, even though as drafted only those over 18 with capacity will be able to choose to end 
their own lives. It will affect them because those they love will choose this, and they will need 
compassion and help to navigate the complexity of that grief. And it will affect them because it will 
shape the way they think about their own life, and their own death. 

It is this latter group of children that I am particularly concerned about. Those children who are already 
living with life-limiting conditions, who are considering what their future might hold, and what a good 
death might look like. I and my team have visited children’s palliative care services in hospitals, 
hospices, and the community. And while I have met doctors and nurses who go to extraordinary 
lengths to give children the chance to live as full lives as possible, and to die with dignity where they 
or their family choose, this is not always possible. 
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Too often the lack of available hospices, the complexity of putting together community packages of 
care, or getting the basics of housing right means that children are dying in ways and places that were 
their family’s last choice. As one 15-year-old girl told me “The government gives no social care to people 
like me and then gives me an option to choose to die if I feel I can no longer live.” 

This is particularly pertinent for 16-and-17-year-olds, who often fall through the gaps in palliative care. 
I am aware that some community palliative care services end at 16, but adult services won’t engage 
until 18. 

This brings me to my concern about the line that has been drawn at 18 in this Bill. It is understandable 
of course. It is the age the UNCRC and the Children Act define a child. But young people up until the 
age of 25 also have hard-won rights, that acknowledge for those with additional vulnerabilities there 
should be no hard and fast cut off at 18. The Children Act 2004 instructs me as Children’s Commissioner 
to treat as a child anyone between 18 and 25 who has ever been in care. Children with Education, 
Health and Care plans are acknowledged by society to be more vulnerable, and so their rights to 
additional forms of support until they are 25 are enshrined in law. I strongly believe that every child 
who would come into the scope of the Bill as an adult, due to their illness, should automatically have 
such a plan. These young people with additional needs will have just transitioned to adult services, 
which is often a deeply destabilising and confusing time, where existing relationships are severed and 
children’s histories are missed. Every young person who would be in the scope of this Bill would by 
definition be vulnerable and should be entitled to those extra layers of safeguarding and consideration 
that we give to them in other areas.  

Compelling arguments have also been made about the additional difficulties present in diagnosing 
young people in this age group, and predicting with certainty the chance of living for six months. I will 
not weigh in on the medical complexities but acknowledge that this is something children themselves 
worry about. One 16-year-old girl who had her own cancer diagnosis told me “This is a sensitive topic 
for me. Sometimes doctors can be wrong […] and if someone is told they have 6 months to live and 
they actually have a couple of years, I think they're actually missing out, […] I think it can influence 
them.” 

While this Bill is of course only for those who have capacity, and has additional requirements for 
advocacy for those with learning needs, the task of assessing capacity is going to be immensely 
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challenging. Professionals will be operating in a different manner to under the Mental Capacity Act, 
where there is an assumption of capacity, and will have to be actively making an assessment about 
this immensely weighty decision. These challenges combined with the additional vulnerability and 
complex circumstances of a young person under the age of 25 make me deeply concerned about how 
those assessments will happen in practice. 

For all these reasons I believe there is an urgent case to be made to extend the minimum age in the 
Bill to 25, and I therefore urge Peers to support Baroness Berger’s amendment to this effect. 

I have seen other countries with a mature assisted dying framework in place move to consider whether 
mature minors, those that we might term ‘Gillick competent’, should be able to choose assisted dying. 
I hope that we can draw a line in the sand here and make clear that every child and young person 
should be supported to live – because at its root, as one girl of 15 told me, “This bill is not about how 
you die, it’s about how you live.” 
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Changes needed to the Bill 
The Children’s Commissioner remains deeply concerned about the impact of the Bill on vulnerable 
young people for a number of reasons:  

• Impact on vulnerable children approaching 18, despite changes to the Bill which prevent 
medical practitioners proactively discussing assisted dying with children. Children, particularly 
vulnerable children, will still be aware of it as an option. That will have a direct impact on 
children as they grow up, affecting how they think about their lives. As one child told the 
commissioner: 

“My concern was, they said that it's for people over the age of 18. Even though you're not of 
the age to make that decision, when I turn 18, this is a decision I have to make.“ - Girl, 16. 

• Impact of palliative care services on children’s views about their future. The quality of 
palliative care service varies considerably around the country. A particular area of concern is 16 
and 17-year-olds, who often face a gap between adult and children’s palliative care services. 
The quality of children’s care at this point in their lives has a direct impact on their quality of 
life and how valued they feel, and the decisions they may take as an adult. As one child said: 

“What can we actually do to make you feel more valued?” - Girl, 16. 

• Conflict with acknowledged vulnerability of young people from 18 to 25 years old. The Bill 
is right to exclude children from assisted dying, recognising the complexity and uncertainty of 
the decision. There is an important principle in many areas that protections for children are 
extended up to 25, particularly for vulnerable children – including for young people who are 
care experienced or who have Education, Health and Care plans (EHCPs). Those protections are 
important for a range of reasons. As one child told the Commissioner: 

My concern is not necessarily parents, but professionals. There needs to be more there to hold 
people accountable” - Girl, 16. 
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• Concern around assessment of capacity. The Bill introduces a new approach to assessing 
capacity. Unlike the approach under the Mental Capacity Act, it will require capacity to be 
proactively identified. This will be an enormously complex decision particularly when 
understanding the various ways a vulnerable young person’s capacity might be affected. 
Children are actively worried about the way they might be influenced as they approach 18 years 
old. For instance: 

“When you see nurses and doctors going around, sometimes [they might] feel like ok, I need to 
release people from this burden.” - Girl, 16.  

“If a person was that close to end of life, they will have pain medication, and they will struggle 
to think clearly. It just clouds your brain when you're on pain medication.” - Girl, 16. 

The change needed: 

• The Terminally Ill Adults (End of Life) Bill should be amended to ensure that the minimum age 
that a terminally ill person may be provided with assistance to end their own life is 25 years old. 

Further reading 
The Children’s Commissioner has published the following evidence of the impact of assisted dying on 
children: 

• In May 2025, the Commissioner published Children’s views on assisted dying, laying out some 
views of children on assisted dying.1 

• In November 2025, the Commissioner gave oral evidence to the House of Lords Terminally Ill 
Adults (End of Life) Bill Committee.2 

  

 
 
 
1 https://www.childrenscommissioner.gov.uk/resource/childrens-views-on-assisted-dying/ 
2 https://committees.parliament.uk/oralevidence/16664/pdf/ 

https://www.childrenscommissioner.gov.uk/resource/childrens-views-on-assisted-dying/
https://committees.parliament.uk/oralevidence/16664/pdf/
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