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Children awaiting either liver, small bowel or multi-visceral transplant are a small isolated group with diverse and extreme social, emotional, physical and spiritual needs.  Other patient groups with such irreversible disease processes would receive direct palliative care, however the potential of life saving organ transplantation directs the care towards being medically intensive.  Even though the patient is essentially “dying” they are currently denied the physical, psychological and emotional security that palliative care delivers.  Having witnessed the journeys of those awaiting transplant I feel passionately that they deserve a care package that addresses palliative care and end of life wishes as well as plans to optimise health in preparation for an organ transplant.  At any stage before, during or after transplant the care of these children might change from active to palliative and this needs to be discussed with families in advance, be planned, seamless and open.  This will involve referrals and opinions from other teams and will only occur with a culture change on the Liver Unit.

I am part of a multi-disciplinary working party on the Liver Unit attempting to facilitate a culture change to introduce advance care plans for end of life care.  Through attending the conference I have been both empowered and inspired, through listening to powerful presentations regarding developing advance and emergency care pathways for children with life limiting illnesses, compassionate extubation and advance resuscitation decisions to continue.  Since my return I have contacted the lead nurse at BCH who are developing palliative care services within the Trust in order to inform myself of their role, hospital policies, intensive care possibilities, the involvement of local hospice services and then assess how the Liver Unit can access and benefit from the service.  All of the palliative care professionals at the conference described the reluctance of speciality teams to access their services; this culture must change in order to achieve effective holistic care.  Dr Eva Bergstraesser, an oncology consultant in Switzerland, described the development of a tool to identify children requiring palliative care which, if validated on a large scale, could be used by any discipline within a speciality as a prompt to make a referral.  Dr Richard Hain stressed that “sometimes, though, the greatest challenge to our skills in working together comes, not from other colleagues in palliative care, but when we come up against other specialities”. “On the face of it, the philosophies of intensive care, for example, are utterly at odds with those of palliative care”.  “yet teams that deal with critically ill children, who are most ready to work alongside palliative care” benefit both them and their families greatly by working together. (PaedPalLit Supplementary Edition – July 2010, p3).

The conference was inspiring, stimulating and motivating.  I am so grateful to have had the opportunity to attend and hope to continue to promote the need to address the palliative care needs of children and families referred to the Liver Unit with life limiting disease processes.  I hope to secure time each week to encourage the Liver Unit nursing team to complete paperwork efficiently and complete referrals and regular liaison with community professionals, effectively.  I hope to educate and motivate them to consider other care avenues and then together with families and local teams discuss advance care wishes.  Hopefully if I have the time I will be able to present some of the findings and changes of practice in the form of a poster at the Small Bowe Transplant Symposium in September 2011.

Finally Dr Joanne Woolfe (Director of Palliative Care Children’s Hospital, Boston, USA) reminded us that we must “hope for the best and prepare for the worst”.  The Liver Unit is full of hope preparation and support towards extending life, but this is not currently supported by secondary plans preparing for death.   
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