Book Launch: Legal Aspects of Palliative Care
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The Hospice Palliative Care Association of South Africa (HPCA) launches its groundbreaking manual, titled Legal Aspects of Palliative Care in July 2009 in Cape Town.  

The manual is a useful resource for legal practitioners seeking to understand the impact of life-threatening and life-limiting illness on their clients.
Where the law fits into palliative care

In the year 2000 Professor Harvey Chochinov, one of Canada’s leading palliative care experts hinted at where the law fits in, when he addressed the Canadian Senate.  He said that:

 “ Unfortunately, in end-of-life care,we do not have a vocal constituency:

The dead are no longer here to speak, the dying often cannot speak, 

and the bereaved are often too overcome by their loss to speak.”

In communities with a well-developed hospice movement, healthcare workers, social workers, community caregivers and others work holistically to attend to the physical, psycho-social and spiritual needs of patients.  They often speak on behalf of this vulnerable group but they know hospice patients face many problems, some of which require legal intervention.  
These legal issues can increase emotional stress in patients and families and impact the way they cope with life-threatening illness.
Legal experts can play a crucial role at the intersection of law and health

Legal practitioners can play a crucial role working at the intersection of law and health, combining legal skills with an understanding of health issues and the challenges facing underserved and marginalized groups.  
But how do legal experts gain an understanding of health issues to help them work effectively at this intersection?

HPCA has created a book to collect together and articulate many of the struggles faced by the dying patient and their family, particularly for those living in poor communities.  

The book helps to develop legal and ethical expertise in palliative care and at the same time, provides legal practitioners with an understanding of the impact of life-limiting illness on the lives of clients and the context leading to legal problems.   The manual highlights such problems and offers guidance and where possible, practical solutions.  The book is thus a resource for both healthcare workers and for human rights advocates and legal practitioners.

The book has been hailed as a ground-breaking “first” showcasing a joint effort in the fields of law and palliative care to make key legal and medical issues accessible to anyone seeking to improve their understanding of the impact of life-limiting illness.  

Constitutional Court Judge Edwin Cameron describes the manual in the foreword as a unique document encompassing a wealth of expertise and experience which expands the realms of both disciplines.  

The legal needs of hospice patients
The challenge of this manual is that hospice patients have many and varied legal needs. 

Patients with HIV or AIDS who are not aware of their rights often face discrimination and stigma as they attempt to access employment, housing, education, and even palliative care, pain relief and healthcare in general..  Thus legal education is needed for those facing life-threatening illness and their families.

The manual attempts to assist patients and their caregivers meet their legal needs such as:

· a General Power of Attorney to manage the patient’s affairs 

· a limited Power of Attorney to collect the patient’s social grant

· a will 
· legal protection from family members who want to evict them from their homes
· Guardianship of children

· Advance Directives
Legal writers from the following organisations have contributed to the manual:

· the Centre for the Study of Aids, Pretoria University

· Children’s Rights Centre

· Consortium for Refugees and Migrants in South Africa (CoRMSA)

· Grandmothers Against Poverty and AIDS (GAPA) Khayelitsha

· Legal Resources Centre, contributors from both Cape Town and Grahamstown

· Rhodes University Legal Aid Clinic

· Street Law (both contributors are directors at Street Law and legal academics at Nelson Mandela Metropolitan University, and University of Witwatersrand respectively) 

· Experts in law and health at our funders, Open Society Institute and Open Society Foundation for SA

…how we care for the sick and dying is surely a litmus test of our humanity. 

Just as we fight for equality in life, we should fight for equality in death.”
Bono from Irish Rock Band U2

The book has 13 chapters covering various legal aspects of palliative care and concludes with a Resource List giving contact details for further legal assistance.  Chapters are:

· An Introduction to the ethos behind Palliative Care.  

· An introduction to Palliative Care from a rights perspective.  

· Ethical issues in palliative care

· The NPO Sector explains how palliative care organizations should be set up and registered under South African law, 

· Access to Care explains the challenges of accessing care and medication, 

· Poverty, financial issues and social development

· The rights of Children and Young People in Palliative Care, 

· Palliative Care for Older People

· Barriers facing Refugees and Other Vulnerable groups in accessing various forms of healthcare, 

· The role and status of Community Caregivers in South Africa.  

· Dying and the Law explains estate planning and the legal formalities when someone dies, 

· Death and Dying covers dying from the palliative care perspective. 

· A Resource List for South Africa and list of contributing organisations

The Legal Resources section of the HPCA website carries PDFs of the manual with a link allowing readers and users to respond with comments and feedback. 
www.hospicepalliativecaresa.co.za/legal.html 
“The essence of palliative care is the relief of suffering”

Derek Doyle

