Draft Quality Standards for End of Life Care in Hospitals A Submission by the Citizens Information Board

(August 2009)

The Citizens Information Board (CIB) very much welcomes the development of quality standards for end of life care in hospitals and commends the Irish Hospice Foundation and the Hospice Friendly Hospitals Programme on this initiative. The development and implementation of the standards will make a significant contribution both to improving end of life care for patients and in integrating palliative care principles throughout the hospital system.

The CIB recognises the particular challenge of developing a high quality end of life care system in acute hospitals and, in responding to the public consultation on the draft standards, the Board is mindful of the task ahead of building a consensus around the standards and ensuring their implementation in all hospital settings. 


Principles Underpinning End Of Life Care

At the outset we reiterate the principles that should underpin end of life care as set out in our submission (February 2009) to the Forum on End of Life. 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

· Be 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

The Principles as set out in the Draft Standards are broadly reflective of these and the following aspects are particularly welcome:

· Facilitating the wishes/choices of the individual and his/her family with regard to treatment and care


· Ensuring that more people who wish to die at home can do so by implementing effective discharge and community support systems around end of life care


· Ensuring that people have clear and accurate information about all aspects of death and dying, including diagnosis and treatment options and that this is communicated in a manner that is transparent, respects confidentiality and allows for full engagement by individuals and families 


· Highlighting the role of families in end of life care and the need to ensure that they are included in the end of life care process and are provided with a range of supports 


· A strong focus on the provision of bereavement supports 

Information, Advice and Advocacy

The CIB in its Submission to the Forum on End of Life drew attention to the important role information plays in supporting people at all stages of the end of life process including the provision of information on legal and practical matters relating to dying and bereavement and the role of Citizens Information Services in this regard.   In addition, to the provision of clear and transparent information, people should also be given the option of having access to an independent advocate where appropriate. The role of an 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 to come to terms with the end of life situation and plan their responses and coping mechanisms accordingly. While there is some reference in the Draft Standards to the role of the independent advocate, the fact that some 40% of all deaths occur in acute hospital settings points to a need to set out more comprehensively the role of an independent advocate in making 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. 

People may need additional help and support with negotiating the different daily realities that they encounter around end of life care 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 their own dying. A patient, therefore, should always be offered 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/or when end of life care options are being considered. The Standards might set out criteria for ensuring that appropriate provision is made for access to independent advocates to complement the role of existing hospital staff in supporting people at the end of life.

Since information is such a vital aspect of holistic end of life care, 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., clinicians, 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. The Standards should include some further criteria for ensuring that appropriate training in information provision is available to all hospital staff.   

Specific Aspects Requiring Further Consideration

The CIB identifies three specific aspects of the Draft Standards that require further consideration:

Decision-making Capacity

The provisions of the proposed Mental Capacity Bill should go some way to clarifying issues in relation to capacity. The proposed legislation will operate on the basis that a person is not to be treated as unable to make a decision unless all practicable steps to help him/her to do so have been taken without success.  In the context of the Quality Standards for End of Life Care, it would be important to indicate what are the practical steps to be taken in a hospital setting.


There is a need for more clarity as to the respective roles of the clinician and the family in cases where there is a question about mental capacity.  Reference should be made to the potential role of independent advocates in this context.

Advance Care Planning

The absence of legislation around advanced care planning is acknowledged as an issue in the Draft Standards. There should be more discussion of and criteria identified as to how this issue is to be dealt with in the hospital setting. 

Role of Families

The respective roles of the individual, his/her family and the responsible clinician in the planning and organising of end of life care is not stated as clearly as it might be in the Draft Standards. For example, there is a need for clearer guidance for hospital staff in how best to include the family in decision-making. The extent to which families can be realistically involved in practical aspects of care in the hospital also needs to be clarified further. 

There is a need to include additional and more specific criteria about how families can collaborate with hospital staff in ensuring that the preferences of their loved one are catered for.

Terminology
While the Glossary is most helpful, there are some terms used in the text that may not  be in general usage and are not included in the Glossary, e.g., ‘comfort factors’ ; ‘hospital journey’; ‘impeccable needs assessment’ .

Implementing the Quality Standards

There is a clear need to develop a framework to implement the quality standards once finalised and to ensure that they are not just aspirational.  While reference is made the implementation of the Standards (Appendix 3) and to the development of a National Audit for End of Life Care in Hospitals, the link between the Standards, the implementation and the Audit is not entirely clear. The challenge of implementing the standards across the board is all the more complex because of the range of hospital types involved – from community hospitals to the larger hospitals with a range of specialities. 

The design and physical environment in many hospitals is highlighted in the Draft Standards as presenting particular difficulties particularly in relation to the provision of private space. This is likely to continue to be a significant issue, at least in the short to medium term.


Also, while it is noted in the Preface to the Draft Standards that HIQA are supporting the standards, it is not at all clear what their HIQA status will be in either the short-term or longer-term.

Specific Comments

(The heading and numbering below refer to passages in the Draft Standards)

1.1 Introduction

There is a need to state clearly that provision for end of life care at home may be resource intensive and that there may be a difficulty in choosing to receive end of life care at home because community care services are not commensurate with need.  

1.4 Challenges to Provision of High Quality End of Life Care in Hospitals

The footnote reference for “poorly developed integration of hospital systems” is 10 years old.  The same source is also used for “strong evidence that particular areas of end of life care are not of a sufficiently high quality …” 

Is there any more up to date data available? 

The reference to “no current legislation supporting preferences for end of life care” requires more clarity. The fact that some of the legal issues are complex and indeed controversial needs to be acknowledged.
1.5.1 Aim of the Hospice Friendly Hospital

Implementing the holistic and patient centred health care system inherent in the palliative care approach presents significant challenges particularly under current budgetary conditions. 

2.1 The Principles

2.1.1 Patient Care

“Capacity should be assessed in a way which is fair and appropriate and which takes account of external factors such as old age, mental illness or intellectual disability but in a non-prejudicial manner.” 

It is not clear what is meant by ‘fair and appropriate’ -- some elaboration is required and some additional criteria need to be identified. Reference should be made here to the provisions of the proposed Mental Capacity legislation.

“The patient/clinician relationship should be fully respected, including the physician’s right to discontinue some treatments, consistent with the patient’s choices.”  


This requires further comment and elaboration 

Standard 1: Patient Care

1.4.4 There should be clarity about how such documentation is to be used and, specifically, whether it is to be made available to families and/or to an outside reviewer to assess the adequacy of care provided.

1.6 Heading might be amended to read: Informing the Patient and His/Her Family
Standard 2: Supporting Families

More attention should be paid to individual family members rather than addressing them as a unit, as different family members may have different questions about the care provided and their own particular concerns in relation to providing care and indeed their own individual need for support under the circumstances.  Families may also need signposting to appropriate information and support services to address practical, financial and support needs.
Family members may also require guidance and practical support in knowing how to keep a record of a loved one’s wishes and preferences in relation to his/her future care and how to communicate with their loved one about these sensitive issues. 
Standard 3: Training and Supports for Staff in Providing End of Life Care

3.1.2 There is a need for some elaboration on the implications for training for end of life care arising from the different types of hospitals - size, complexity or speciality – will clearly have implications for how training can be delivered.

Appendix 4

Cultural differences might warrant a section in Appendix 4 because, as referred to in the Draft Standards, people from different cultures can have different perspectives on death and dying. In this regard, reference should be made to the HSE National Intercultural Health Strategy.
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