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Section 1: Background
1.1	Introduction
Various problems are caused in Scotland because:
· People are unprepared for the experiences of death, dying and bereavement.
· Communities are disempowered from providing support to people who are dying or bereaved.
· Health and social care professionals, individuals and families are unprepared for death-related discussions.
For example:
· People who are dying or bereaved can experience isolation because people don't know what to say or how to act towards them.
· People die without wills, leaving complicated situations for their families and friends.
· Health care professionals struggle to have conversations with their patients about what care or treatments they want as they approach death. This makes it hard to plan the care that a person really wants.
· If the fact that someone is dying is not acknowledged then opportunities to resolve issues and say goodbye may be missed.
The Scottish Partnership for Palliative Care (SPPC) established Good Life, Good Death, Good Death, Good Grief in November 2011 with the aim of addressing some of these issues.  Five years on, the GLGDGG stakeholder group has produced this discussion paper which:
· Takes stock of previous and ongoing work in this area in Scotland. 
· Explores potential future work that can usefully be taken at a national level to promote more cultural openness about death, dying and bereavement in Scotland.
1.2	Terminology
 “Public health palliative care” is becoming the accepted term used to encompass a variety of approaches that involve working with communities and wider society to improve people’s experience of death, dying and bereavement.  
Death cafes, school lesson plans, power of attorney campaigns, befriender schemes, community engagement initiatives, fair funeral campaigning and much more can all be considered public health palliative care.
(For a fuller discussion of terminology see Appendix 2.)

1.3	Policy Background
A number of policy documents have highlighted the importance of encouraging more open and supportive cultures relating to death, dying and bereavement[endnoteRef:1].  The need to develop public health approaches to palliative care is implicit in the aims and outcomes of the SFA, and most explicitly referenced in Commitment 6: [1:  Living and Dying Well, the Scottish Government’s previous action plan for palliative and end of life care.
Scottish Public Health Network (ScotPHN) Report Palliative and End of Life Care – the rationale for a public health approach.  
The Scottish Parliament Health and Sport Committee’s report We need to talk about palliative care.
Grasping the Nettle: what action can we take to improve palliative and end of life care in Scotland? Published by the Scottish Partnership for Palliative Care in November 2015.   
] 

“We will support greater public and personal discussion of bereavement, death, dying and care at the end of life. This will include commissioning work from public service agencies outside of health and social care such as schools, colleges and prisons. Local plans to enhance the public health focus of public health professionals on palliative care will also be supported.”

Commitment 6 refers to the need for a culture change which is fundamental to the achievement of many other aims, outcomes and objectives of the SFA.  It is also relevant to other areas of policy, for example the Scottish Government’s recent commitment to tackle funeral poverty, and the vision for ‘realistic medicine’ set out by the Chief Medical Officer in her 2014-15 Annual Report[endnoteRef:2]. [2:  Realistic Medicine, the Chief Medical Officer’s Annual Report 2014-15.
] 


1.4	Vision
Good Life, Good Death, Good Grief has the vision that Scotland should be a society where:
· people are well-informed about the practical, legal, medical, financial, emotional and spiritual issues associated with death, dying and bereavement.
· there are adequate opportunities for discussion of these issues, and it is normal to plan for the future.
· public policies acknowledge and incorporate death, dying and bereavement.
· health and social care services support planning ahead and enable choice and control in care towards the end of life.
· communities and individuals are better equipped to help each other through the hard times which can come with death, dying and bereavement.


Section 2: Where are we now? An overview of public health approaches to palliative care in Scotland.
2.1 	Who is currently involved in public health approaches to palliative care in Scotland? 
A range of individuals and organisations have an interest and active involvement in this area of work. For example:
Hospices lead various activity, from informal involvement in local community events, to funding research and community engagement projects.  For instance, Ardgowan Hospice has established Compassionate Inverclyde, a collaborative project looking to find ways of empowering the local community to support each other with death, dying and bereavement.
NHS:  There are many committed NHS staff working to promote more supportive cultures and to equip staff with the confidence and skills they need to support each other, patients and families. For example, within NHS Lothian, public health approaches have been incorporated into the redesign of palliative care services, and short-term funding has been provided to undertake health promoting palliative care work within local communities.
Schools have an interest in supporting children to develop the resilience to deal with death and bereavement throughout their lives, and in helping staff to provide this support.  For example, In Falkirk, St Francis Xavier Primary School, with support from the Universities of Strathclyde and Edinburgh, has piloted a programme of work that provides all children aged 9 – 11 with education on issues related death, dying and bereavement. This is now an ongoing part of their curriculum.  
Academic institutions are involved in research in this area, as well as bringing an awareness and practical understanding of these issues in education programs for students. For example, the University of Dundee School of Nursing and Midwifery works to support nursing students to develop knowledge and skills which will enable them to approach the topic of death and dying with patients and their families, with sensitivity and confidence.  The curriculum incorporates elements such as death discussions, ‘before I die walls’ and other innovative resources to supplement and support learning and teaching around death, dying and bereavement.
Solicitors have an active interest through work encouraging awareness and uptake of Power of Attorney, Wills and Advance Directives.  For example, Solicitors for Older People in Scotland are a group of 39 Scottish Law firms dedicated to providing legal services to older people in a caring and sensitive way.  They give talks on legal issues for older people and provide training on legal issues to interested groups, free of charge.  From January – October 2016 they have undertaken 171 events across Scotland.  
Faith Communities have an important role to play in providing compassionate support and leading the creation of open and supportive cultures.  For example Faith in Older People has been working with the Episcopal church to reinforce the importance of education in death, dying and bereavement both for clergy and for congregations.  Their work has incorporated research in this area, and future plans include extending more support to clergy who find addressing these issues particularly difficult.  
Volunteers with no formal connection to an organisation undertake activities in their own time, and sometimes at their own expense.  For example, Pushing Up The Daisies started as the response of a group of women in Moray, to their experiences of death and dying. Still in its early stages, it has grown into a Scotland wide charity network, which aims to be there for people who want to tend their loved ones at home after death.
Various others, including the Third Sector, Care Homes, Local Authorities, community or arts organisations are proactively involved in various ways depending on their organisation and interest. For example, FAiR, an Edinburgh based charity, worked in association with the University of Glasgow and Good Life, Good Death, Good Grief to publish two new booklets. Preparing for your death and When someone dies, advice for those who are left behind are designed to provide accessible information to people with learning disabilities and their families.
It is outwith the scope of this paper to give a comprehensive account of all relevant initiatives.  Instead, we have provided examples to illustrate the range and type of work underway – much more is happening than is listed above.
2.2	Work at a national level
2.2.1		NHS Education for Scotland (NES) 
With input from the Scottish Government and under the guidance of the NES Scottish Grief and Bereavement Care Steering Group, NES is progressing work to draft two competency based national training frameworks on bereavement education. The first is due for launch in May 2017 and focusses on medical staff. This is in recognition of 1) acknowledged gaps in medical curricula and ongoing education / learning opportunities and 2) in response to the acknowledged proportion of death-related communications that are undertaken by medics and the impact of these on carer bereavement. A second framework will then be developed for a multi-professional group. Both frameworks will include all deaths, ie both the expected and the sudden, and will seek to normalise death by including consideration of cultural and societal aspects of death, dying and bereavement. 
In addition, a toolkit of educational resources and materials is being developed which will support the training of healthcare professionals. Both the medical educational framework and the toolkit are currently being considered for UK wide application. 
In 2015 NES created the Support Around Death website which aims to support the education and training needs of those who work with the bereaved in Scotland. The Bereavement Support Sub Group, comprising nominated representatives from each NHS Health Board meets on a quarterly basis in order to share knowledge and to support the development of networking and educational opportunities within the area of bereavement care. 
NES is also working with the Scottish Social Services Council to lead on the development of a new palliative and end of life care Educational Framework.

2.2.2		Healthcare Improvement Scotland Living Well in Communities Anticipatory Care Planning (ACP)
The HIS ACP team are developing a national approach to anticipatory care planning designed to support people with long-term conditions to live in the community and avoid hospital admission. This will include documentation, guidance, learning materials and a promotional campaign. An important part of the work will be influencing the national eHealth strategy to improve the electronic information summary system used to access individuals’ anticipatory care plans across the health and social care system.

2.2.3		Good Life, Good Death, Good Grief
The Scottish Partnership for Palliative Care (SPPC) leads public health palliative care work at a national level in Scotland, and established Good Life, Good Death, Good Death, Good Grief in November 2011 at the request of Scottish Government.  GLGDGG is an alliance of individuals and organisations working towards the common aim of raising public awareness of ways of dealing with death, dying and bereavement, and promoting community involvement in death, dying and bereavement.  Its work is funded by the SPPC, and informed by a broad-based stakeholder group. 

As the host organisation for GLGDGG, the SPPC undertakes GLGDGG-branded work to support wide-ranging membership activity.  The approach has been to engage and support individuals, communities and organisations identify their needs and develop the assets that they have available to them to meet these, with a goal of sustainably building resilient people and communities. This approach is grounded in Kellehear’s Health Promoting Palliative Care (HPPC) model.

GLGDGG acts as a support and a sounding board to enable individuals and organisations undertake the change they think needs to happen.   Through awareness weeks and the To Absent Friends festival, GLGDGG creates opportunities designed to catalyse membership activity and create opportunity for local and national media engagement and dialogue.  GLGDGG works to identify and share good practice, and to provide leadership, ideas, networking opportunities, inspiration, practical tools and small grants.  GLGDGG works to influence public policy, and also provides and signposts to resources for people who are dealing with death, dying and bereavement in a personal capacity.  

The table below provides examples of work undertaken by GLGDGG mapped to the health promotion framework outlined by the World Health Organisation in the Ottawa Charter. 
	
Mode of Action (Ottawa Charter)
	Examples of GLGDGG-branded work undertaken by Scottish Partnership for Palliative Care

	Building healthy public policy 
	Providing input to the Scottish Government’s Reshaping Care for Older People and the second Dementia Strategy.

	Creating supportive environments

	Establishing To Absent Friends, to address the social isolation experienced by people who’ve been bereaved, and help communities regain confidence to provide mutual support.

	Strengthening community action
	Small grants scheme to catalyse and support local action.  

	Developing personal skills, knowledge 

	Providing a website and leaflets with practical advice on planning ahead for death, dying and bereavement, and signposting to other relevant information.  

	Re-orientating health care services toward prevention of illness and promotion of health
	Providing resources such as the conversation menu and It Takes a Village exhibition, which are used in education for undergraduate nurses enhancing capacity to deal with death and dying.





2.3	International work
Scotland is among the international leaders in this field, and Scottish work has been recognised nationally and internationally by experts in the fields of public health palliative care, palliative care and bereavement.  For example, GLGDGG has been invited to feature its work at the International Public Health Palliative Care Conference in Limerick in 2013 and at the International Working Group on Death, Dying and Bereavement open conference in November 2016.  The NES Bereavement workstream has presented its work at international conferences including the First World Summit on Competency Based Education (2016), Hospice Friendly Hospitals Conference (2016) and AMEE (2016).
Several founder-members of Public Health Palliative Care International and Public Health Palliative Care UK (PHPCUK) are based in Scotland, and Dr Sally Paul leads on Research & Evaluation for PHPCUK. 
2.4 	Research and Evaluation
Prof Scott Murray has an active research interest in public health approaches to palliative care, strong links with international academics working in the field, and has supervised several PhDs in this area.  An Edinburgh-based collaboration is currently undertaking a scoping review to systematically map and categorise the variety of activities and programmes that could be classified as ‘public health palliative care’ and highlight the impact of these activities.   
Prof David Clark at the University of Glasgow is currently undertaking a Wellcome Trust funded project looking widely at end of life care in the global context, in which public health approaches are likely to feature.  
Several others, sometimes outwith the field of health care or palliative care have an academic interest in this topic, for example Dr Sally Paul at Strathclyde University, Dr Diane Willis at Napier University, Dr Wendy Moncur at Dundee Univeristy, Dr Eddie Small at Dundee University and likely many more.
Moving outside of academic institutions, others have undertaken research or evaluation of work in this area, for example:
· In January 2016 Citizens Advice Scotland published Funeral Poverty in Scotland, a report exploring in depth the issues surrounding funeral poverty.
· NHS Tayside, NHS Greater Glasgow & Clyde, NHS Lanarkshire, several Local Authorities, Solicitors for Older People Scotland and Alzheimers Scotland worked together, using funding from the Joint Improvement Team on public campaigns aiming to increase the numbers of people in local areas with a Power of Attorney.  A Tayside Power of Attorney Campaign Impact Report was published July 2015. 
· GLGDGG has published an evaluation of Death Awareness Week 2016, and the To Absent Friends festival 2015.
· The NES Bereavement Workstream has completed systematic reviews of  bereavement education literature for medical and clergy professionals; the nature and benefits of team-based post-death reflection by healthcare professionals; and staff resilience and wellbeing whilst working in a peri-death context.  It has also undertaken a survey of preparedness of medical foundation trainees in Scotland to work in a peri-death context; a survey of bereavement related education and training provided by medical undergraduate and foundation schools in the UK and a review of bereavement standards and guidelines.
(As with other sections of the report, the above summary is intended to give a flavour of activity rather than to be comprehensive.)

Section 3: What future action could be taken at a national level to support public health approaches to palliative care in Scotland?   
3.1	Are there benefits to having a national approach to public health palliative care?  
Given the current climate of tight public finances, the importance of local and regional work, and the value of focused national work such as that currently being undertaken by NES and HIS, it is important to consider whether or not there are benefits to a national approach to supporting public health palliative care in Scotland.
With this in mind, it is worth considering the work undertaken by GLGDGG over the last five years (see Appendix 3), and how it can be seen as supporting the work of others:
· GLGDGG organises national events that act as a catalyst for local activity.  (For example To Absent Friends.)
· Most of the national and local work undertaken in this field in Scotland in recent years has been supported in some way by the presence of GLGDGG, whether through the use of GLGDGG resources, promotion through GLGDGG networks or input of expertise from GLGDGG.
· Having a central hub creates opportunities for national networking that can have concrete outputs. (For example Pushing up the Daisies; Good at the End.)
· The GLGDGG website provides a place for members to share relevant information that they can’t necessarily find a home for elsewhere.  (For example A whole school approach to bereavement and NHS Tayside Power of Attorney impact report.)
· GLGDGG works to influence national policy on related issues, for example contributing to consultations on SG documents such as Care of Older People in Hospitals; Strategic Framework for Action for Palliative and End of Life Care; Active and Health Ageing Action Plan.
· GLGDGG has successfully engaged local and national media on these issues.
· GLGDGG has been instrumental in encouraging the consideration of this issue in various forums, for example the Scottish Public Health Network, and the Scottish Collaboration for Research and Public Health Policy.
Through the alliance it has been possible to encourage activity, maximise impact of local work, and support individuals and organisations to promote healthy and open attitudes and culture related to death and dying.  There are clear benefits to having a national approach to facilitate collaborative efforts.  The GLGDGG model works well and is cost-effective, and the existence of a broad-based coalition to lead and co-ordinate work in this area is extremely helpful to the field as a whole.  
3.2	Building on Living and Dying Well
3.2.1	Principles
Living and Dying Well has left a helpful legacy on which future public health palliative care work can build.  
Following the publication of Living and Dying Well in 2008, the SG established ‘Short Life Working Group 7’ (SLWG7) to address ‘the exploration of ideas and issues for addressing palliative and end of life care from a public health and health promotion perspective”.
SLWG7 undertook a thorough exploration of how work should be taken forward in this area, and set out their thoughts and recommendations in a report, published in March 2010.   This report sets out the key issues in a considered manner and remains a helpful resource for informing future work in this area.
Future national work in this area should be underpinned by the key principles set out in the SLWG7 report.  These encompass a range of important issues, including the importance of person-centred and assets based approaches.  They also highlight the need to:
· build the evidence-base relating to public health palliative care, with ongoing measurement and evaluation of progress.
· recognise the education, training and support needs of all who deal with and support others through death, dying and bereavement.   This includes those who work within health and social care, as well as those who work in other fields, for example teachers.
· recognise that many and diverse communities are present in Scotland, each with different strengths, weaknesses, problems and priorities relating to death, dying and bereavement.  

It is important that future work in this area includes a focus on reducing current inequalities surrounding death and dying, finding inclusive ways to support individuals and communities from various communities and backgrounds. 

SLWG 7 also set out 10 recommendations (see Appendix 4).  These remain helpful as framework for considering the wide ranging and various aspects of work in this field.  Future work should be informed by these recommendations, alongside more recently developed concepts such as ‘compassionate cities’ and ‘compassionate communities’.
3.2.2	Reflecting on learning to inform future work
In looking to the future, it is important to reflect on what has been learned from previous work.  GLGDGG has undertaken a range of work with various partners, evaluating work and learning from experience.  Some of this evaluation has been set out in the reports Death Awareness Week Scotland: Summary Report May 2016 and To Absent Friends: Activity Report and Evaluation 2015. 
The following lessons learned from GLGDGG’s work at a national level should inform how future work in this area is undertaken:
· Local organisations appreciate and use centrally created resources such as leaflets, conversation menus and exhibition displays. (Often, people wish to do something but lack the time or resources to come up with ideas, and are pleased to make use of resources, ideas an opportunities suggested by GLGDGG.)
· National events such as awareness week and To Absent Friends act as a catalyst for local activities.
· National events are likely to be most effective if they are based on a meaningful idea, and are simple and cheap to participate in.  
· Local ownership is a key ingredient for success of local activities.
· Enthusiasm exists for this area of work in all kinds of places – not just in health and social care.
· Small amounts of money (in many cases less than £250) can make a big difference to local work.
· Having a dedicated member of staff can make a big difference to the impact and evaluation of GLGDGG work. 
· Having dedicated time to plan work increases the chances of successful outputs.
· Undertaking national work in this area takes time, knowledge, skills and occasional disappointments.
· Original work attracts media interest, and this can come in all shapes and sizes, including local, national and specialist publications.
· It is difficult to measure impact of work in this area, but with appropriate resource it is possible to build the evidence base by incorporating evaluation into work.
· There is great scope for future growth and positive impact of existing initiatives such as Death Awareness Week and To Absent Friends.
GLGDGG is currently solely funded by the SPPC, and limited financial and staff resource is presenting challenges to sustaining current work and developing new projects in this area.  
3.3	Potential areas for future work
Below we identify a range of pieces of work that could usefully be undertaken at a national level in the future to promote more open and supportive attitudes and behavior relating to death, dying and bereavement.  It is outwith the scope of this report to prioritise these suggestions, though this is something we could explore further in future.  
Promote death education and bereavement support in schools
There is the potential to endorse, within the framework of Curriculum for Excellence, wider use of existing resources (eg work by Dr Sally Paul looking at death education in schools; the Whole School Approach to Bereavement) which encourage conversation, education and support around death, dying and bereavement experiences for children and school staff in primary and secondary education.
Small Grants
In previous years GLGDGG has run several small grants schemes, providing £250-£500 to support local organisations to undertake local activities with a particular focus on developing inclusive approaches.  If money became available, this is a model that could be explored further.
Compassionate workplaces
Employers generally have some kind of ‘staff handbook’ outlining their policies on various issues.  How many employers have a policy on bereavement, and if they do, what is in it?  Future work could explore (potentially in partnership with Healthy Working Lives) the development of  a bereavement policy which sets out a protocol for a few helpful things the employers can do when someone is bereaved.  This would not only support the individual who’s been bereaved, but supports employers who want to help, but just aren’t sure how.  It could also be worth exploring good practice with regard to carers’ leave for supporting someone who is dying.
Compassionate Communities
There is a general expectation that when someone is dying, care will be given primarily by professional carers, yet informal networks of care are extremely important.   Formal ‘care plans’ detail the care to be performed by paid professionals, and rarely include the carer, or any plan for assistance from the carer’s social network.  When carers are included, they are usually seen as part of the professionals’ team, rather than the professionals being seen as a small part of the carer’s team.   It is important to make death, dying and loss everyone’s business, and community development is an important part of work to develop community resilience and build on social capital. It is important to help communities become more compassionate places to die, to support neighbourliness, and to build on individual acts of kindness by ordinary people.
Various work is underway which aims to facilitate the creation of compassionate communities, for example: Compassionate Inverclyde; work to encourage Dementia Friendly Communities; and the Public Health Approaches to Palliative Care Toolkit developed by Public Health England and the National Council for Palliative Care in England.  
We could usefully explore how this area could be further supported in Scotland, including the potential to partner with Prof Allan Kellehear and Dr Julian Abel who are taking forward similar work in England. 
A survey and voxpop of the end of life care wishes of doctors.  
Some popular articles have indicated that doctors generally choose fewer and less-intrusive interventions at the end of life than the general public[footnoteRef:1].  Work could be undertaken in Scotland to look into this in more detail.  This has the potential to raise awareness of these issues amongst professionals and amongst the public, with potentially powerful communications supporting Realistic Medicine and ACP work streams. [1:  For example: https://www.theguardian.com/society/2012/feb/08/how-doctors-choose-die and https://www.buzzfeed.com/tomchivers/how-doctors-want-to-die?utm_term=.hdBvpdvad#.cjoePqeXq and http://www.npr.org/sections/health-shots/2015/07/06/413691959/knowing-how-doctors-die-can-change-end-of-life-discussions] 

Wills, Power of Attorney, Advance Directives
Some public awareness campaigns have promoted the importance of granting a Power of Attorney. How successful have these been, and would it be worth seeking specific funding to roll out this kind of campaign to other areas of Scotland?  Could health and social care staff be supported to play a role in timely signposting to information about Power of Attorney and Advance Directives?  Would it be worthwhile taking time to identify and proactively address the barriers people face in making wills, powers of attorney and advanced directives? This might include the exploration of the potential for an online system to get people started.  
Media awareness campaign
Media awareness campaigns are expensive, and any campaign in this area would need to be done with real skill and sensitivity.  Some preparatory steps could be taken to explore whether a mass media awareness campaign in this area would be appropriate and/or effective.  For example this could include evaluating the impact of comparable mass media campaigns, exploring potential subject areas, target audiences and ideas for a mass media awareness campaign in this area.
Develop and promote an inclusive solution to support people from socio-economically disadvantaged communities to plan ahead for end of life. 
Various resources have been produced to encourage and support people to plan ahead for the financial, medical, legal, practical and emotional issues which arise towards the end of life. Generally, they take the form of leaflets, booklets and forms, and are distributed in health & social care or faith community settings.  Are these resources effective in encouraging and supporting these conversations, and are they reaching the individuals, families and communities that need them the most?  Is there scope to explore new ways of encouraging these conversations, in inclusive and accessible ways developed with individuals and communities particularly those less able or likely to engage in dialogue?  
Development a Charter for a Good End of Life
This could be a vehicle for undertaking proactive and sensitive public and media engagement, empowering the general public and health and social care professionals by listening to views, establishing clear terminology, and developing honest and accessible information about the support people can expect to receive as they approach the end of life.
Develop leaflets on what to expect when someone is dying
Develop leaflets appropriate for all ages and cultures, on ‘What to expect when someone you care about is becoming more unwell and dying’ for distribution via settings such as GP surgeries and health centres.
Fortify and grow current networks and national initiatives
Evaluation of To Absent Friends has indicated that has the potential to engage people from all walks of life, and that there is good scope for future growth and positive impact.  Awareness weeks such as #DeadAware16 have also evaluated well, acting as a catalyst for activity for groups and individuals who have an active interest in this area.  Should work to scale up and grow these and other initiatives be continued in the future?
Funeral wishes 
There is the potential to undertake work which de-mystifies funeral planning and encourages people to plan ahead (including financially) for their own funeral.  This would likely link with work currently ongoing in relation to ACP and Funeral Poverty.





4	Conclusions  
The achievement of more open and supportive attitudes and behavior relating to death, dying and bereavement is a complex and challenging undertaking which is broad in scope.  Of fundamental importance is co-production and engagement with the public and communities.
There are clear benefits to having a broad national collaborative approach to public health palliative care in Scotland, and the GLGDGG model works well.  GLGDGG is a well-established and successful vehicle which can lead and facilitate the continued collaborative efforts which are required in this area.  GLGDGG brings networks, resources, ideas and expertise on which future work can build.   
Future national work in this area should be informed by learning from recent relevant Scottish work, and guided by the key principles and recommendations set out in the SLWG7 report.  These encompass a range of important issues, including the importance of person-centred and assets based approaches, and an awareness of health inequalities.  
Co-producing change will require:
· Action by a great variety of local and national organisations undertaking activities within and far beyond the boundaries of the health and social care system.
· Some specific targeted initiatives.
· As cultures shift, the mainstreaming of these issues into existing agendas.
· Leadership and supportive collaborative networks of committed individuals and organisations.
Limited financial and staff resource is currently the main limiting factor in building on existing work and taking forward new work in this area.  The GLDGGG stakeholder group brings together a range of perspectives and expertise in this field, and is in a good position to develop considered advice on prioritisation of future work should resources become available.  
Planning national-level future work should be informed by an awareness of work already underway and evidence available.  A range of pieces of work could usefully be undertaken at a national level.  These include both exploration of new areas, and also the sustained support of existing programmes of work, looking for ways to scale these up and exploring ways to build evidence on effectiveness and impact.  
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Appendix 2: Terminology
In this relatively new and rapidly developing field, there remains a lack of clarity regarding definitions and use of terminology. Sallnow & Paul (2014) have explored this, and it is helpful to draw on their conceptualisation:

 “A range of terms have now entered the discourse, including ‘public health approaches to palliative care’ (Conway, 2008), ‘compassionate cities’ (Kellehear, 2005), ‘compassionate communities’ (Abel, Bowra, Walter, & Howarth, 2011) and ‘health promoting palliative care’ (Kellehear, 1999). Such initiatives serve to: improve the relevance of the services offered; develop skills, knowledge and capacity in communities; support coping and resilience in the face of death, dying and loss.”

 (p. 232; Sallnow L, Paul S. Understanding community engagement in end-of-life care: developing conceptual clarity. Crit Publ Health 2014;25:231–8 )
With the establishment of two new organisations, Public Health Palliative Care International and Public Health Palliative Care UK in 2015, ‘public health palliative care’ is a relatively recently devised term which is growing in popularity.

Recognising that no single term is perfect, within this document, we use the term ‘public health palliative care’ as an umbrella term to encompass a variety of approaches that involve working with communities and wider society to improve people’s experience of death, dying and bereavement. 



Appendix 3:  GLGDGG activity
As the host organisation for GLGDGG, the SPPC undertakes GLGDGG-branded work to support wide-ranging membership activity.  It has:
· Developed a practical GLGDGG website, which:
· Provides information about advance planning
· Shares resources (see below)
· Provides space where others can share news and projects
· Adapted 11 Dying Matters leaflets for the Scottish context and made these available on the website. 
· Produced 3-4 member newsletters each year.
· Produced 5 films.
· Designed a Dining with Death ‘conversation menu’.
· Produced beer mats to prompt thinking and conversations in pubs, where research show men are more likely to consider sensitive issues.
· Conceptualised the To Absent Friends wall.
· Run four networking events for members.
· Facilitated three awareness weeks.
· Contributed by fielding speakers to a wide range of meetings, conferences and groups – both public and professional.  
· Promoted public health approaches via posters accepted for display at the NHS Scotland Event 2014, the Scottish Public Health Conference in Aviemore 2015 and the International Public Health Palliative Care Conference in Bristol 2015.
· Published an article in the International Journal of Palliative Nursing.
· Worked with Dying Matters and NHS Inform to add information on What is dying like? the NHS Inform website.
· Worked with Evaluation Support Scotland to publish Third Sector contributions to improving older people’s experiences of declining health, bereavement and death.
· Run a public lecture series in partnership with Marie Curie called Can death get any better?
· Worked with a volunteer to establish Death on the Fringe at the Edinburgh Festival.
· Supported a volunteer to run workshops for community groups on: How do you talk about death? and Facilitating small group discussions on end of life issues/ bereavement and loss. 
· Distributed small grants to facilitate community activities in line with the aims of GLGDGG.
· Worked with Colin Gray to produce It Takes a Village an exhibition that highlights that care and support comes in many guises and everyone has a role to play.
· Raised awareness within the Scottish Parliament, through a parliamentary dinner, a reception, and an exhibition.
· Established To Absent Friends a people’s festival of storytelling and remembrance, with participation from organisations and individuals across Scotland. (www.toabsentfriends.org.uk



Appendix 4:  Recommendations from Short Life Working Group 7
The following is an extract from Addressing palliative and end of life care from a public health and health promotion perspective: facilitating wider discussion of death, dying and bereavement across society.  Short Life Working Group 7, Final Report, March 2010. 
Recommendation One 
A broad-based coalition be established to lead and co-ordinate further work in this area. The coalition should be tasked specifically with raising public awareness and promoting community involvement in the issues of death, dying and bereavement across central and local government and appropriate agencies and organisations in all sectors of Scotland’s multi-cultural and multi-faith society. More specifically the coalition should explore approaches and develop more detailed plans to take forward the following recommendations:- 
Recommendation Two 
Facilitate the development of appropriate research to explore ways of fostering more open, healthy and constructive approaches to death, dying and bereavement within society. 
Recommendation Three 
Develop a communications strategy, including the identification of appropriate and consistent key messages and themes, to address low levels of awareness of palliative and end of life care, and to enable patients, families, professionals and the public to feel more comfortable talking about death and dying. 
Recommendation Four 
Identify and pursue opportunities to facilitate and encourage increased public awareness and wider discussion of death, dying and bereavement within existing Scottish Government policies and work streams. (see also recommendations 6 - 10) 
Recommendation Five 
Engage with legal, financial, funeral services and citizens’ advice organisations and professions to maximise opportunities and appropriate support for people to engage in forward planning or deal with actual experiences of dying and bereavement, including emphasis on the importance of planning ahead in the context of declining cognitive ability. 
Recommendation Six 
Engage with employers and businesses through agencies and initiatives such as Investors in People and Healthy Working Lives to develop workplace approaches to raising awareness and providing support to employees dealing with experiences relating to death, dying and bereavement. 
Recommendation Seven 
Influence and support educational commissioners and providers to ensure that health and social care staff and volunteers in all care settings, and those in further education, undergraduate and postgraduate training, feel able to initiate and take part in discussions on death, dying and bereavement, through the inclusion of death awareness in education programmes. 
Recommendation Eight 
Promote the provision of an appropriate culture as well as adequate time and support for reflective debriefing sessions for staff and volunteers dealing with death and dying in all health and social care settings, ensuring that staff and volunteers can express their feelings and discuss their attitudes towards death and dying in a safe place and as part of their practice. 
Recommendation Nine
Link to the work of the Bereavement Framework Project, which is aiming to ensure appropriate support and training to enable health and social care professionals to provide support and signposting, as appropriate, to bereaved families and individuals, including colleagues. 
Recommendation Ten 
Engage with educational establishments, planners and practitioners to ensure that children and young people develop the attributes, capabilities and capacities which will enable them to be comfortable and confident in talking about and dealing with death, dying and bereavement, and to ensure that appropriate educational resources and support to facilitate this are available.
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