Forum on End of Life

A Citizens Information Board Submission

1. Introduction

The Citizens Information Board (CIB) very much welcomes the Forum on End of Life in Ireland Initiative, the related consultation process and the proposed establishment of a National Coalition on End of Life in Ireland in 2010 to advance the issues emerging at the Forum. The Board would be pleased to be part of this initiative on an ongoing basis and with particular reference to exploring how the centrally important role of information, advice and advocacy in relation to end of life can be enhanced and embedded in future initiatives in this regard.


The CIB recognises the important timely and innovative work being undertaken by the Irish Hospice Foundation in respect of:

· Awareness raising of the general issue of end of life care


· Highlighting the centrality of the palliative care approach,  and


· The development of Hospice Friendly Hospitals Programme in acute and community hospitals


The inclusion of the Standard
 on End of Life Care and its related criteria in the HIQA National Quality Standards for Residential Care Settings for Older People in Ireland is an important and welcome development

The CIB recognises the particular challenge of developing a high quality end of life care system in acute hospitals and strongly supports the work of the Hospice Friendly Hospitals Programme in this regard. However, the Board also notes the major difficulties with this initiative arising from the design of many of our hospitals (lack of private space and pressure on beds) at a time of severe resource constraints. There is also a clear need for additional community-based services and hospices to support the Hospice Friendly Hospital Programme.


2. Role of Citizens Information Board
The CIB has been conscious for some years of the need to develop a strong information component in relation to dying and bereavement, not only on its website but also by ensuring that Citizens Information Services around the country and the Citizens Information Phone Service (national locall number) are in a position to deal adequately and comprehensively with queries from the public on matters pertaining to death, dying and bereavement and to be in a position to make appropriate referrals and representation in accordance with needs.    

The CIB website (www.citizensinformation.ie) information is classified under a number of headings: before a death, after a death, money matters after a death; the deceased‘s estate; bereavement counselling and support, sudden or unexplained death.   There is also a broader heading of When someone dies in Ireland  which is a guide through the immediate things that must be done following a death in Ireland. The Guide also highlights some of the state and voluntary services available. The CIB has also published an information guide entitled Information for Those Affected by Bereavement (pdf)  which provides information on dealing with the practical and material matters that arise following a death. The Board acknowledges the important contribution of the Irish Hospice Foundation in producing its series of simple information leaflets aimed at the bereaved and those who support them.

The CIB would be pleased to work with the Irish Hospice Foundation and other relevant agencies to explore how its information content and delivery could be enhanced in the light of the deliberations and outcomes of the Forum on End of Life.  
3. End of Life: Raising Public Awareness

The CIB takes the view that the public awareness raising agenda of the End of Life Forum is timely and important. Indeed, the themes in relation to death and dying covered on www.citizensinformation.ie have been broadly geared towards this purpose. For example, the themes covered under preparation for dying - making a will, power of attorney, legal arrangements for incapacity and advance care directives are important from the point of view of encouraging people to plan for their death, not only to ensure that their wishes can be carried out   but also to minimise the difficulties for bereaved relatives. Similarly, the themes covered in relation to after a death – registering a death, funerals,  burials and cremations and the deceased’s estate are geared towards helping relatives to deal with the practicalities of the post-death situation which some people will be dealing with for the first time. The information on bereavement counselling and support , including information on a range of counselling and support organisations for those affected by suicide, is seen as particularly important  in helping people come to terms with the death of a loved one. 
It is clear that much more work is required to have end of life issues included in both public and policy discourse and on people’s personal agendas. For example, National Council on Ageing and Older People research found that only a quarter of  people over age 65 had ever spoken to either family or health professionals about their preferences if they were no longer able to make decisions for themselves at the end of life (Garavan, Winder and McGee, 2001).
4. Underlying Principles of End of Life Care

In developing a holistic and integrated approach to the provision of services in respect of end of life care, whether in a person’s home, in hospital or nursing home or in a hospice setting, the principles for quality service delivery should apply. Support services for end of life care should be:
·  Person-centered, based on a comprehensive needs assessment at the time of an end of life diagnosis


· Provide full and transparent information about end of life care options


· Facilitate choice and preferences in respect of treatment, location and care systems


· Provide equality of access to palliative care and best practice in pain control and management


· Delivered in a manner which maximises privacy, personal autonomy
and personal control over decision-making


· Respect people’s cultural and religious preferences


· Facilitate inter-disciplinary working through the provision of a case manager in a manner which minimises stress for the individual and his/her family

5. Information, Advice and Advocacy Supports for People at End of Life

The CIB believes that people should have clear and transparent information available at all stages of the end of life process. This should include:

· Information on diagnosis and prognosis

· The different end of life care options available
 
· The range of support services available under various options

· The name and contact number for a link person in relation to care and nursing/medical services being made available 
In addition, to the provision of clear and transparent information, people should also be given the option of having an advocate (family member or other individual acceptable to the person) present at meetings when  a diagnosis is being communicated and when end of life care options are being considered. The role of the advocate operates along a continuum from the provision of information on rights, options and choices, to providing support and assistance to people in accessing and ensuring equality of access to services, to assisting the person and his/her family come to terms with the end of life situation and plan their responses and coping mechanisms accordingly.   

6. Advocacy and End of Life Care in Acute Hospitals
The fact that some 40% of all deaths occur in acute hospital settings points to a need to consider more fully how independent advocates could make a positive contribution to helping people deal with the end of life process in the acute hospital setting. While health care professionals generally see themselves as acting as advocates for their patients, there is an overall advocacy function that is, perhaps, not well, provided for under current arrangements. This is understandable to some extent as the acute hospital ethos with its clear emphasis on healing may not give sufficient emphasis to end of life care. People may need help with negotiating the different daily realities that they encounter in hospital settings – dealing with the range of hospital professionals, dealing with their own families (who may also need support) as well as personal support in coming to terms with the dying state. 

There is a need for further exploration of how the independent advocacy role can be developed within the acute hospital setting to complement the role of existing hospital staff in supporting people at the end of life. There would be some value in establishing pilot initiatives in this regard.

The role of independent advocates in nursing home and other residential settings (where some 35% of deaths occur) also needs to be explored and developed further. (The CIB currently funds 46 voluntary/community disability advocacy projects around the country, some of which have an advocate working in residential care settings).

7. Supporting People Who Have Been Bereaved 

People who have been bereaved frequently can manage by drawing on natural social support networks of friends and families. (The situation will very often be different in cases of trauma or sudden death or suicides).  In addition, people need accessible information and practical help to cope with the various tasks of the post-death situation. As the majority of people do not need professional help, bereavement support should be provided in contexts that encourage them to look for support from their own resources and networks. There is obviously a challenge for the active citizenship agenda to maximise the natural bereavement support environment in local communities. There is also a need to ensure that structured support systems are adequate to respond to and deal with requests for bereavement support. 

Further work is required in the Irish context to develop a language and communication methods in relation to dealing with death by different age groups in relation to coping with bereavement – toddlers, young children, teenagers and adults will obviously   react to death very differently and the type of language used and support available clearly needs to be appropriate to the particular age and stage in the life-cycle. 

8. Training In Information Provision

Training in information provision in relation to death and dying should be an integral part of training for all health services personnel - nurses, consultants, doctors, paramedics, hospital managers, care assistants, hospital clerical and administrative staff and hospital porters. While specific staff in hospital settings, e.g., palliative care staff and social workers, may have a specific role in discussing death and dying with people, the reality is that other staff will regularly be confronted with situations where they are asked questions by people about a diagnosis or about dying or have to deal with relatives of people who are dying.   

Training for hospital staff in relation to end of life care should be comprehensive and should include:

· Communicating ‘bad news’ to people dying and their relatives

· Dealing with stressful post-death situations

· Dealing with situations involving post-death organ retrieval 

· How to respect the wishes of individuals and families regarding resuscitation

· How to reconcile the needs of families in a post-death situation (privacy and time) with the administrative demands of the hospital (pressure on beds) 
  

9. Maximising End of Life Choice

The fact that two-thirds of Irish people would wish to die at home and that only one in ten would wish to die in a hospital (Weafer/TNS MRBI 2004) and that currently only 25% of people die at home presents significant challenges for Irish society. This is clearly a topic which should be to the forefront of the End of Life Forum agenda 

� Standard 16: Each resident continues to receive care at the end of his/her life which meets his/her physical, emotional, social and spiritual needs  and respects his/her dignity and autonomy.
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