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Lucy Ziegler’, Lorna K Fraser?

1 Academic Unit of Palliative Care, University of Leeds, UK

2 Martin House Research Centre, Dept of Health Sciences, University of York, UK.

“Doesn’t everything die...at last and too soon? Tell me, what is it you plan to do with your ONE wild
and precious life?” Young people with life limiting conditions and their families won’t need Mary
Oliver’s words to remind them that life can be short, and that for hopes and wishes to be fulfilled, it
is usually necessary to make a plan.

Teenagers and Young Adults, aged 13-24 years, have different healthcare needs than either children
or adults due to their biological, psychological and social developmental changes.! These young
people with life limiting conditions are a heterogeneous group including those diagnosed with a life
limiting condition in childhood.? Many of these young people will have developmental delay, while
others will be diagnosed with conditions such as cancer or organ failure which do not usually affect
cognitive function. This collection of studies published in Palliative Medicine demonstrate the
complex challenges of meeting the needs of a population that is increasing in size and complexity? in
relation to active engagement in care decisions, including the planning of end-of-life care.

Some young people with life limiting conditions are capable of contributing to planning, discussions
and decision-making about their treatment.3* Studies of young people undergoing heart transplant?
or bone marrow transplant* successfully engaged young people and their families in discussions
about treatment, however discussions focussing on end-of-life care occurred much less frequently,
even when that treatment carried a high risk of failure or the young person was known to be
approaching the end of their life.

Barriers to active participation in end-of-life planning include a lack of rigorous high quality evidence
about how to involve young people in care planning and decision-making, and opportunities for staff
training.>® Where highly-standardised protocol-driven patient pathways exist, such as through
cancer services, these pathways can limit the opportunity for patient participation in decision-
making.” If treatment proves ineffective and the young person and their family want to take an
active role in decision making about end of life care the established dynamic between the young
person and their family and the clinician needs to shift, sometimes quickly from the clinician leading
the decision making. Further service level challenges to active participation in decisions about care
include poor communication around the transition to adult services. However, adult services may be
unable to meet young peoples’ emotional needs or support them to realise their aspirations.?
Integrated models of care, where palliative care co-exists alongside disease specific care, may help
young people exercise choice. However for patients with Cystic Fibrosis despite an ‘integrated
model,” high symptom burden usually led to in-patient end-of-life care and death in hospital®
irrespective of the young person’s preferences.

The discourse summarised here is ongoing, the studies are small scale and do not represent the
diversity of groups of young people with life limiting conditions, however there is growing evidence
to support a more collaborative approach to end-of-life care planning, not just between young
people, their families and clinicians but in terms of the wider collaboration between specialist
palliative care and the other specialities.. What is still far less clear is how best to achieve this
collaborative approach.
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Future research needs to focus on identifying key decision points within care pathways, and
opportunities to work collaboratively with young people and their families . We also need to explore
how to integrate palliative care earlier and how to support clinicians to have timely and
compassionate conversations about end-of-life care with young people and their families. Getting it
right for everyone is a challenge given the diverse nature and needs of younger people with life
limiting illness. One approach will not be appropriate for all, but it is clear that a collective research
effort is needed with young people and their parents at the very heart of it.
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