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The conference marked the culmination of a two year project to generate a suite of information supporting families and children when an adult in the family is nearing death, encompassing the complexity of age appropriate language, developmental understanding and emotional support.
This exciting piece of work was led by Alison Germain, Children & Young Persons Counsellor at Marie Curie Hospice Liverpool, and was supported by a working group of other National experts in the fields of Palliative Care and Child Bereavement. 
The Liverpool Care Pathway for the Dying Patient (LCP) generic version 12 was published in November 2009 following a 2 year extensive consultation exercise. Although the LCP Central Team at the Marie Curie Palliative Care Institute Liverpool (MCPCIL) has also created information for adults and health care professionals to support care in the last hours or days of life, there was a request for supportive literature to support the specific needs of children and adolescents. 

Research consistently indicates a need for children’s involvement and specific age- appropriate information to assist young peoples understanding and sense making of events happening around them. Studies also reveal that even in families where there is open communication about the disease, parents find an understandable difficulty in explaining that death is imminent.

Furthermore, although there is a comprehensive body of children’s literature to support children in their grief and a growing body of materials to assist children in their understanding of serious illness, there was until this time, a lack of materials to support children when a loved one is approaching the last hours or days of life. 

There is clearly a wider societal implication for this gap in provision and possibly reflects our difficulty in talking about death and dying. The results of a BBC poll in 2005, showed little change in public attitudes towards death and dying in the last forty years, with an underlying fear and general lack of openness. (wwwicmresearch.co.uk/media-centre-archive.phpmonth=March&year=2006.)  This “taboo” within our society appears to be magnified in our ability to talk to our children about death.

The conference focussed on the needs of children and families at this most difficult and painful time, with speakers outlining the research findings, supportive clinical interventions and National policy developments.  The programme also included the poignant accounts from bereaved service users, whose experiences served as a powerful illustration of the importance of this issue and the ongoing emotional impact of loss. 
It is hoped that the publication of the information will provide support and guidance to families whilst enabling generic healthcare professionals to make a real and sustained difference at the bedside.It is perhaps, best summarised by a courageous young service user who spoke of her own experiences of losing her sister at the launch event. She said;

“I hope that I can shed some light into what children can go through and I hope that in the future children will be seen, heard and included. At the end of the day no one should be alone and no one deserves to be invisible”
