[image: image1.jpg]Department of

Health. Social Services
and Public Safety

www.dhsspshi.gov.uk

Slainte, Seirbhisi Soisialta
agus Sabhailteachta Poibli

MANNYSTRIE O
Poustie, Resydenter Heisin
an Fowk Siccar





‘Living Matters : Dying Matters’

A Palliative and End of Life Care Strategy for Adults in Northern Ireland
CONSULTATION RESPONSE

DOCUMENT 

March 2010

Consultation Summary

Background
On 17 December 2009, The Minister for Health, Social Services and Public Safety, Michael McGimpsey MLA, launched a public consultation on a draft Strategy for Palliative and End of Life Care in Northern Ireland.
The overall aim of the Strategy is to improve the quality of palliative and end of life care for adults in Northern Ireland irrespective of the nature of the condition they have, or where, or by whom, their care is provided. The Strategy will provide a source of advice and guidance, primarily to health and social care commissioners and service providers, but also to patients and clients and those who are looking after them. This will ensure that people with palliative and end of life care needs, their families and carers are provided with high quality, consistent and integrated care, irrespective of care setting or condition.
Between 17 December 2009 and 19 February 2010, views were sought on the draft Strategy. The consultation document and questionnaire were available through the Department’s website. The Drafting Team also met with a number of groups throughout the consultation period to facilitate the consultation process (See Appendix 1). DHSSPS engaged with the Patient and Client Council to gain insight into the public perspective on issues concerning end of life care in Northern Ireland.  Information was collected by staff from the Patient and Client Council during a series of public events and focus groups.  
Overview 
Details of Responses (For list of respondents See Appendix 2)

Total number of responses received


81*

Organisations





64*

(* Note: Response from the Patient & Client Council represented the views of 181 individuals) 
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A summary of responses received is set out below. Percentages were calculated based on the number of responses received to each question.

Content of the Strategy


Q1.
Do you agree that this Strategy adequately reflects the balance between palliative and end of life care?


Yes 

81%

No

19%

The majority of respondents agreed that the Strategy adequately reflects the balance between palliative and end of life care. Several respondents sought clarification about the definitions of palliative care and end of life care and in response to this the text has been amended to more clearly define both terms. A view was put forward suggesting that the Strategy should cover only end of life care. The Terms of Reference (ToR) for this Strategy clearly specified the need for a Palliative and End of Life Care Strategy, the ToR have now been included in the text. Similarly a view was put forward that children should be included in the Strategy. The ToR clearly specified that the Strategy related to adults. The Strategy does however reference existing best practice guidance on the transitional care of young people into adulthood.
Vision for Quality Palliative and End of Life Care

Q2.
Do you agree with the vision for quality palliative and end of life care?


Yes

95%

No

5%
The vision was widely welcomed by respondents. It was suggested that the vision would benefit from greater acknowledgement of the complexities of both palliative and end of life care phases of chronic disease, this has now been included. A number of respondents raised concerns about the resources and funding required to deliver the vision. The Strategy now makes reference to an Implementation Board (see Conclusion) which will be established to oversee the implementation of the Recommendations contained within the Strategy and will take account of commissioning priorities and resources.

Q3.
Do you agree that the Strategy’s recommendations support the implementation of the vision?



Yes

82%

No

18%
The majority of respondents agreed that the recommendations support the implementation of the vision. Some concerns were raised about resources and funding (see reference to Implementation Board Q. 2). There were also a number of comments made about operational issues, these will be passed on to the Implementation Board for consideration. The need to align the timescales for implementation of the recommendations with those of the 2011 Priorities for Action Target was recognised and the timescales in the Action Plan (Section 7) have been updated to reflect this.

Q4.
Do you agree that implementation of the vision will result in improved palliative and end of life care for adults in Northern Ireland?



Yes

93%

No

7%
The comments received in response to this question related almost exclusively to resources and funding (see reference to Implementation Board Q. 2).
Section 3 Developing Quality Palliative and End of Life Care 


Q5.
Do you think that there is a need to raise awareness through promoting and encouraging open discussion about palliative and end of life care?

Yes

100%

No

0%
There was overwhelming support from respondents for the need to raise awareness through promoting and encouraging open discussion about palliative and end of life care.
Q6.
Do you agree that information, education and training should be available for patients, families, carers, volunteers and communities?

Yes

97%

No

3%
The availability of information, education and training for patients, families, carers, volunteers and communities was widely welcomed. It was suggested that Recommendation 5 should be amended to reflect the need for information and training to be ‘relevant and accessible’ as well as appropriate, this change has been made. Respondents to the Patient & Client Council questionnaire viewed better availability of information as a priority – this view will be passed to the Implementation Board which will be taking account of priorities and resources.

Q7.
Do you agree that quality palliative and end of life care is dependent on having compassionate, skilled, knowledgeable and competent staff in all care settings?


Yes

100%

No

0%
This received overwhelming support but there were concerns raised about the need to prioritise and fund training (see note re Implementation Board Q. 2). The need for good supervision and support for staff given their emotionally demanding role was raised and has been acknowledged in the Strategy.

Q8.
Do you agree that a programme of research should be developed to inform planning and delivery, drive up quality and improve outcomes in palliative and end of life care?

Yes

97%

No

3%
There was widespread support for the development of a programme of research. The need for a more integrated approach across all sectors was noted and Recommendation 6 has been amended to reflect this. A number of respondents noted that the proposed development of an All Ireland Institute for Hospice and Palliative Care could help develop services through the promotion of evidence-based research and the dissemination of research based information. The Strategy has been amended to reflect this.
Section 4 Commissioning Quality Palliative and End of Life Care


Q9.
Do you agree that a lead commissioner should be identified at regional and local level to ensure that commissioning of palliative and end of life care services is based on qualitative and quantitative population needs?

Yes

95%

No

5%
The identification of a lead commissioner at regional and local level was widely welcomed but there was some concern about how this would be funded and put into operation (See note re Implementation Board Q. 2).
Section 5 Delivery of Quality Palliative and End of Life Care 

Q10.
Do you agree that every patient identified as having palliative and end of life care needs should have a key professional identified to co-ordinate their care?

Yes

95%

No

5%
The concept of a Key Worker was widely welcomed, however some clarification was sought about the nature of this role - the Strategy has been amended to clarify the role of the key worker in end of life care. The importance of the patient, their family and carers being engaged in the decision when key workers are being identified was also highlighted and has been included in the text.

Q11.
Do you agree that the potential for having a Managed Clinical Network for palliative and end of life care should be explored?


Yes

93%

No

7%
There was widespread support for the consideration of a Managed Clinical Network (MCN) for palliative and end of life care. The potential for a MCN to be explored (Recommendation 11) will be put forward to the Implementation Board for consideration.
Section 6 A Care Pathway for Quality Palliative and End of Life Care

Q12.
Does the palliative and end of life care pathway provide an appropriate vehicle to deliver quality palliative and end of life care?

Yes

91%

No

9%
The concept of the care pathway was generally welcomed by respondents, however some indicated that the use of the word ‘pathway’ could cause confusion with clinical pathways, the care pathway has therefore been renamed ‘A Model for Palliative and End of Life Care’.  Some respondents commented on the need for bereavement support to be featured earlier than ‘Step 6’, the text has been amended to ensure the inclusion of pre and post bereavement support as part of the care continuum. The use of a ‘patient passport’ was suggested by some respondents as a way to facilitate an integrated and co-ordinated approach to care, the text has been amended to include this concept.
Q13.
Do you agree that the implementation of appropriate tools and triggers, by professionals who are trained and competent to use them, will enable the delivery of quality palliative and end of life care?


Yes

96%

No

4%
There was broad support for the implementation of appropriate tools and triggers by professionals who are trained and competent to use them. Some comments were made around ensuring that tools and triggers were applied equitably to ensure that no group is adversely affected. The person-centred approach of the Strategy has been reinforced to ensure equity of treatment for everyone. Resources and funding were also mentioned as being important (See note re Implementation Board Q. 2).

Q14.
Do you agree that specialist palliative care advice and support should be available across all care settings 24/7?


Yes

96%

No

4%
There was widespread support for the availability of palliative care advice and support across all care settings 24/7, 83% of people who completed the Patient & Client Council questionnaire indicated that they would choose to stay at home if they had good support from Health & Social Care. This view supports other comments received which concentrated mainly on the need for resources and funding (See note re Implementation Board Q. 2). It was also suggested that essential services could include access to spiritual support, this has been added to the text.
Q15.
Do you agree that timely holistic assessments led by a multi-disciplinary care team will ensure that changing needs and complexity are recognised, recorded and reviewed?

Yes

90%

No

10%
Most respondents agreed that timely holistic assessments led by a multi-disciplinary care team (MDT) will ensure that changing needs and complexity are recognised, recorded and reviewed. Some clarification was sought about MDTs, more detail has been added to the text. The importance of addressing people’s changing needs was raised and as a result recommendations 16 and 17 re holistic assessments by a MDT have been amended and now include addressing people’s needs. The use of a ‘patient passport’ was suggested by some respondents as a way to develop an information flow - the text has been amended to include this concept. Resources and funding were also mentioned as being important (See note re Implementation Board Q. 2). Some respondents raised the importance of recognising the financial concerns of families and carers. The Strategy now includes reference to the holistic assessment for families and carers sign-posting a range of information and advisory services.
Exemplars and Case Studies

Q16.
Do you agree that the exemplars and case studies used in this Strategy are helpful to demonstrate quality palliative and end of life care?

Yes

93%

No

7%
The exemplars and case studies were well received and others were suggested. An additional exemplar has been included to highlight the role of community pharmacies in palliative care. 
Diagrams

Q17.
Do you agree that the diagrams in this Strategy are helpful in getting their message across?

Yes

77%

No

23%
The diagrams were described as helpful by more than three quarters of respondents. However some respondents believed that there was too much going on in the diagrams and that more explanation was required.  The ‘Model for Palliative and End of Life Care’ and the ‘Three Main Trajectories of Decline at the End of Life’ have been refined to take account of respondents’ views and more explanatory text has been added around all of the diagrams to provide a better explanation of the concepts that the diagrams are illustrating. An additional diagram (new Figure 2) has been added to illustrate the shift from a curative focus towards an approach which seeks to alleviate and prevent the escalation of symptoms.
Equality Implications
The responses to questions 18, 19 and 20 have been considered collectively. 

Q18.
Are the policy proposals for the Palliative and End of Life Care Strategy likely to have an adverse impact on equality of opportunity on any of the nine equality groups identified under Section 75 of the Northern Ireland Act 1998?

Yes

15%

No

85%
Q19.
Have the needs of the Section 75 categories been fully addressed in the proposals?

Yes

88%

No

12%
Q20.
Is there an opportunity for the policy to better promote equality of opportunity or good relations?

Yes

52%

No

48%
A number of responses raised the need to consider reasonable adjustment under the Disability Discrimination Act (1995) and the need to consider specific groups, for example, people with a disability, older people, ethnic minority groups, children and young people. The Strategy’s approach is deliberately designed to be a person-centred one which takes a holistic approach to planning, co-ordinating and delivering high quality, equitable and reliable care that enables people to retain control, dignity and, crucially, choice in how and where their care is delivered to the end of their life. However some changes in text have been made in response to the points raised -
in relation to the holistic assessment of patient needs, it is documented that staff should take account of particular circumstances such as special needs, culture or language. In addition the Strategy reminds staff of their statutory obligations under the Disability Discrimination Act (1995) to make 'reasonable adjustments' to ensure that equitable care and treatment are being delivered. This may mean making adjustments in relation to communication of information to and from people at all stages of the care process and adjustments in relation to the process of obtaining and recording consent to treatment and care.
Equality, Good Relations, Disability and Human Rights Screening

Following initial screening and public consultation, the Department is not aware of any evidence to indicate that any adverse impact is likely to arise and responses to consultation did not provide any evidence to indicate that an adverse impact is likely to arise.  
The Department would like to thank all of the participants in the consultation process for their time and assistance.
Appendix 1

	Meetings Attended by Drafting Team Members

	Northern Trust Palliative Care Steering group

	Senior Directors of Hospices

	Bereavement Co-ordinators Network

	Hospital Chaplains Group

	NICaN Supportive & Palliative Care Network


Appendix 2

	Organisations

	Action Cancer

	Age Concern Help the Aged NI

	Alzheimer's Society in NI

	Ards Borough Council

	Belfast City Council, Core Improvement Team

	Belfast HSC Trust

	Belfast HSC Trust - Royal Victoria Hospital

	Belfast HSC Trust, Chaplains

	Belfast Local Commissioning Group, Health & Social Care Board

	British Association for Counselling and Psychotherapy

	British Heart Foundation NI

	Carers Working Group, Belfast HSC Trust

	Central Nursing Advisory Committee c/o Nursing, Midwifery & Allied Health Directorate

	Chartered Society of Physiotherapy

	College of Occupational Therapists

	Cruse Bereavement Care (NI)

	Disability Action

	Down District Council

	General Medical Council

	HSC Bereavement Network - Core Bereavement Network Team

	IA Northern Ireland (Ileostomy & Internal Pouch Support Group)

	Independent Health & Care Providers

	Institute of Nursing Research, School of Nursing, University of Ulster

	Institute of Public Health in Ireland

	Irish Hospice Foundation, Dublin

	Macmillan Cancer Support

	Marie Curie Cancer Care

	Medical Ethnics Sub-Committee, Church in Society Committee

	Multi Disciplinary Community Oncology & Palliative Care Team, Belfast HSC Trust

	NI Ambulance Service

	NI Cancer Charity Alliance

	NI Music Therapy Trust

	NI Palliative Medicine Group

	NI Practice & Education Council for Nursing and Midwifery

	NICaN Board

	Northern Health & Social Care Trust Palliative Care Steering Group

	Northern Ireland Cancer Fund for Children

	Northern Ireland Hospice

	Office of Older Peoples' Advocate

	Omagh District Council

	Parkinson's Disease Society

	Patient & Client Council (response represented the views of 181 individuals)

	Pharmaceutical Contractors Committee (NI) Ltd

	Pharmacy Services, HSC Board, Northern Office

	Public Health Agency

	Rathmore Clinic, Western HSC Trust

	Royal Belfast Hospital for Sick Children, Children's Haematology Unit

	Royal College of GPs NI

	Royal College of Nursing NI

	Royal College of Physicians, Edinburgh

	Royal College of Physicians, London

	SDLP

	South Eastern HSC Trust

	Southern Area Hospice Services

	Southern Area Hospice Services

	Southern HSC Trust, Older Peoples Services and Primary Care

	Southern Local Commissioning Group

	Supportive & Palliative Care Network

	The British Psychological Society, Northern Ireland Branch

	The National Council for Palliative Care

	The Regulation and Quality Improvement Authority

	The Society & College of Radiographers

	The Stroke Association NI

	University of Ulster, School of Health Sciences
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