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Scottish Partnership for Palliative Care submission to the UK Commission on Bereavement
The following submission was made via the UK Commission on Bereavement online form in December 2021.  Red text indicates the questions asked by the Commission.  Black text is the SPPC response.
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Public attitudes, cultural perspectives and engagement
In this section, we are particularly interested in reflections upon the following questions:

To what degree are public attitudes to grief, bereavement, support and help-seeking a barrier to effective interventions for people affected by bereavement?

In this section, we focus our answer on public attitudes to grief and bereavement, and how these affect the informal bereavement support people receive from their friends, families, neighbours, colleagues, school community and other communities. 
When someone is bereaved they might want to access different kinds of support at different times and to meet different needs.  
Informal social networks have an essential role to play in supporting people who are bereaved.  Research from Ireland and Australia shows that the vast majority of bereaved people turn to family (94% Australia and 86% Ireland) and friends (88% Australia and 80% Ireland) for support, and that these are the people most likely to be present at/ close to the time of a death[endnoteRef:1].  .  This suggests that though formal bereavement services have an important role to play, this role should be seen as complementary to the informal support offered by wider society. [1:  The impact of bereavement support on wellbeing: a comparative study between Australia and Ireland. Samar M. Aoun, et al.  July 27, 2020 Research Article Find in PubMed https://doi.org/10.1177/2632352420935132
] 

People usually want to do the right thing when someone they know is affected by bereavement.
But often other things get in the way, for example:
· Knowledge – some people don’t know what to say or do around someone who is bereaved and so opt to do nothing.
· Time – people can feel that they are too busy to offer support to someone.
· Experience – many people haven’t yet experienced bereavement themselves, or had positive role models in offering bereavement support.
· Confidence – people can worry that they will say or do the wrong thing and ‘make things worse’
· Structures – some of the structures of modern life can make it harder for people to offer support.  For example, some workplaces have rules that make it difficult for people to offer a colleague a cup of tea or take time out to chat; many people don’t know their neighbours; often families are scattered across large distances that make it hard to get together to offer regular informal support. 
· Culture and conventions – for example people may not want to intrude or interfere, and err on the side of doing nothing. .  Religious and/ or community-based support networks and rituals are non-existent for many people. Many find that hearing someone talk about their grief and about the deceased can cause them discomfort and embarrassment. 

What could help to improve public attitudes to bereavement and the support needs of people who have been bereaved?
Bereavement needs to be recognised as an inevitable part of life - something that everyone goes through and everyone can provide help with.  In addition, people need to have the knowledge, skills, confidence and opportunities to offer bereavement support.  
In Scotland, Good Life, Good Death Good Grief, has done various work which aims to positively influence public attitudes, knowledge, skills and opportunities in relation to bereavement, including:
· Development of the End of Life Aid Skills for Everyone (EASE), a public education course designed to enable people to be more comfortable and confident supporting family and community members with issues they face during dying, death and bereavement. It is delivered free of charge by volunteer EASE Facilitators, and takes approximately 8-12 hours to complete over a period of four weeks.  More information: https://www.goodlifedeathgrief.org.uk/content/ease/
· Running the annual To Absent Friends festival which encourages and supports communities to connect and provide informal support around bereavement, and publicly demonstrates that openness about death can be positive.  More information: https://www.toabsentfriends.org.uk/
· Running annual Demystifying Death Weeks to provide opportunities for people to gain knowledge, skills and have opportunities to plan and support each other through death, dying, loss and care. More information: https://www.goodlifedeathgrief.org.uk/content/demystifying_death_week/
· Establishing the Truacanta Project which five local communities to undertake local work that aims to create more compassionate communities relating to death, dying and bereavement, using a community development approach.  More information: https://www.goodlifedeathgrief.org.uk/content/thetruacantaproject/
In 2018, Good Life, Good Death, Good Grief and SPPC published A Road Less Lonely: Moving forward with public health approaches to death, dying and bereavement in Scotland, which explores what practical action might be taken at a national level to encourage and support open and supportive attitudes and behaviours relating to death, dying and bereavement in Scotland. https://www.palliativecarescotland.org.uk/content/publications/A-Road-Less-Lonely-WEB.pdf
A Road Less Lonely was prepared by the SPPC working with the Good Life, Good Death, Good Grief (GLGDGG) stakeholder group and its subgroups, with input from other individuals with relevant expertise, and was the product of broad engagement across Scotland.We draw on some of its findings below. 
- How could employers better support people who have been bereaved?
In recent years Good Life, Good Death, Good Grief (GLGDGG) has developed a Bereavement Friendly Workplaces toolkit to enable employers to equip themselves with knowledge, skills and policies that support compassionate workplace approaches to bereavement: https://www.goodlifedeathgrief.org.uk/content/workplace_home/
Chapter 5 of A Road Less Lonely, explores further action that could be taken to encourage bereavement-friendly workplaces, and recommendations include: 
· Proactively encourage more employers to re- examine their approach to supporting employees who have been bereaved.
· Fact-finding work to better understand barriers to employers accessing existing resources and training.
· Exploring the need for a survey or audit of Scottish employers to set a benchmark and establish the extent of need. 
· Exploring some of the barriers and enablers to the introduction and maintenance of compassionate workplaces approaches to bereavement. 
· Encouraging recognition that workplace support can come in the form of informal support from managers and colleagues as well as policies and training.
· Exploring how workplaces might support employees with anticipatory bereavement and the stresses of supporting someone who is in the last days of life.
· Exploring the role of proactive communication with employers and publicity in raising the profile of the  importance of this area.
· The potential to introduce ‘compassionate workplace awards’ to encourage employers to take action.
· Exploring how much can be done within existing resources as well as potential sources of further financial  support for this work

[bookmark: _Hlk90028804]How could informal communities (of identity, geography or ethnicity), including neighbourhood groups or faith groups, better support people who have been bereaved?
In Scotland, the Bereavement Charter Group (https://www.sad.scot.nhs.uk/bereavement-charter/) is working on ways to support communities to become more aware of the effects of bereavement and ways that they can provide support.  Work underway includes:
· developing criteria that groups need to meet in order to display the Bereavement Charter Mark
· considering how to support communities to develop and display a bespoke local bereavement charter that reflects local values and priorities.  
· Consideration of the production of a short film providing information about the bereavement charter and how communities can become more bereavement-friendly. 
Though it has achieved much so far through the goodwill of interested individuals and organisations, the Bereavement Charter work needs allocated financial resources in order to make a real impact in this area.

How could schools and other organisations better engage with children and young people around issues of grief and loss, and better support those affected by childhood bereavement?
Rather than simply pointing to the areas that could be improved, it is important to consider how schools and other organisations can be supported and enabled to better engage with and support with children and young people around these issues.
Chapter 4 of A Road Less Lonely explores in depth how schools in Scotland can be encouraged and supported to provide education and support around death, dying and bereavement for children and staff in primary and secondary education.
It focuses on the importance of: 
· Improving staff confidence in supporting students and colleagues dealing with the difficult times associated with ill health, care, death and bereavement. 
· Developing school bereavement policies. 
· Facilitating lessons with a specific focus on death as part of the life cycle, as an integral part of equipping children to deal with loss and change
It concludes by recommending the development of an Implementation Tool, which can be used by schools to help them:
· Assess their current approaches to death and bereavement.
· Understand the benefits of strengthening current approaches.
· Understand how this area fits into wider education frameworks and priorities.
· Understand what to do to improve the school’s approach.
· Find appropriate resources that have already been developed, including lesson plans, model policies, 
· children’s books, and sources of training and support.
· Scoping, quality assurance and categorisation of existing resources.
· Development of a website to house the Implementation Tool (either a new website, or development of a new section on an existing website).
· Proactive engagement with education leaders to raise the profile of this work in the education sector.
· Proactive communications to raise awareness of the issues and promote the Implementation Tool in different ways and through different media.
Should all health and social care staff have training in bereavement awareness and support? If so, what training should be provided?
[bookmark: _Hlk90028371]Basic training in helpful ways of responding to and supporting someone who is bereaved should be part of the training of all health and social care staff, including cleaners, porters, reception staff and everyone who comes into contact with members of the public.  Staff in management roles should also receive training in bereavement, to support compassionate decision-making in relation to policies, procedures and staff.

Practical Bereavement Support
In this section, we are particularly interested in reflections upon the following questions:

- How could people be better supported to put in place practical plans for death and bereavement?
For Scotland, the Good Life, Good Death, Good Grief website includes links to practical information to support people plan ahead for death and funerals, and links to places they can get support: https://www.goodlifedeathgrief.org.uk/content/after_death/ and https://www.goodlifedeathgrief.org.uk/content/advance_care_planning/ 

The EASE course (more info above) includes information about planning, bereavement and practical matters relating to administrative tasks following a bereavement.  Despite much interest, the roll out of EASE is severely limited due to a lack of funding.

Our recent publication, Every Story’s Ending, thoroughly explores the question of how people in Scotland can be better supported to put in place practical plans for death and bereavement.Every Story’s Ending was developed by the Scottish Partnership for Palliative Care with input and engagement from a range of stakeholders from across the Scotland, and input from individuals with a various relevant expertise and experience.  We recommend that commissioners read these chapters for a fuller exploration of relevant issues: Chapter 17: Thinking Ahead and Making Plans and Chapter 15: Public Health Approaches to Palliative Care.    Every Story’s Ending can be accessed here: https://www.palliativecarescotland.org.uk/content/everystorysending/
In the context of mortality, thinking and planning ahead processes are often called Advance Care Planning or Anticipatory Care Planning.  In Scotland the term Anticipatory Care Planning has become predominant in policy and practice.
Depending on a person’s circumstances and wishes, anticipatory care planning might include:
· granting a Power of Attorney/ welfare attorney
· talking with healthcare professionals, family and friends about personal concerns, values, understanding and expectations of illness, care and treatment preferences
· considering organ donation
· Discussing available treatment and care options that may or may not work and be of benefit to the person now or in future. This may include decisions about CPR, hospital admission, intensive care or other relevant interventions.
· considering medical treatments a person may or may not want to have and setting these down within an Advance Directive
· considering their digital legacy.
Every Story’s Ending provides a series of recommendations to encourage and support people in Scotland to put in place practical plans for death and bereavement:
· There should be a strategic collaboration to inform and guide the next phase of development and implementation of anticipatory care planning in Scotland.  
· Efforts should be made to ensure popular public-information platforms (such as NHS Inform) include practical, comprehensive information about ACP that is clear and accessible to the public, and which directly addresses concerns and questions people may have.
· A proactive public information and awareness campaign about the purpose, benefits and practicalities of anticipatory care planning should be developed and delivered with the active support of Scottish Government.
· As part of the current review (and anticipated subsequent revision) of the Adults with Incapacity Act, advance directives should be put on a statutory footing in Scotland, strengthening the public’s ability to record decisions made in advance to refuse specific treatments. A national digital register of such decisions should be established and linked to the digital ACP being developed by the National Digital Service.
· A digital ACP (and eventual patient record) should be developed which can be shared and updated across settings and sectors and which can also be accessed and updated by patients (and their trusted and authorised representatives).
· Information governance frameworks should permit analysis of data contained in digital summary anticipatory care plans to inform monitoring of the scale, quality and impact of anticipatory care planning.
· Responsibilities for initiating or revisiting an anticipatory care planning conversation should be clarified so that opportunities do not fall into gaps (for example between primary and secondary care).  
· Health and social care staff should have time and access to education and training to support anticipatory care planning and the scale and impact of such training and education should be monitored.
· Resourcing, workplans and daily schedules should reflect the time which staff require to undertake the sensitive conversations which are at the heart of anticipatory care planning.
· Within primary care the role of non-medical professionals in initiating anticipatory care planning should be further explored and developed. 
· Barriers such as cost and complexity of process which reduce public uptake of Power of Attorney, Wills and Advance Directives should be reviewed and addressed.
· Scottish Government communications functions should support and engage in proactive communication work around end of life preparation and planning.
· Good Life, Good Death, Good Grief should receiving continued funding to lead a programme of activity in partnership with stakeholders to promote a culture of openness about death, dying and bereavement in Scotland.
Infrastructure and intervention
In this section, we are particularly interested in reflections upon the following questions:

To what degree is funding for the bereavement support sector sufficient to meet the needs of bereaved people, and sustainable into the future?

What can be done to better assess the support needs of people who have been bereaved?

What can be done to improve access to services – particularly for those groups who are least well served?

How could services be better coordinated to better meet the holistic needs of people affected by bereavement?
Every Story’s Ending (Chapter 18: Bereavement Support) provides a series of recommendations relating to how to improve bereavement support in Scotland.  These are summarised below:
Fact-finding 
In order to ensure that long-term work is focused on the areas that will have maximum impact, we need to know more about the current picture regarding bereavement support in Scotland.
Fact finding work should include:
a) A rapid review of the evidence/ literature around bereavement needs and bereavement support, including literature relating to the impact of COVID-19 and identification of gaps where further research might be useful.
b)  A survey of public experiences of bereavement.
c) Mapping of formal bereavement services for adults.  Cruse Scotland and Child Bereavement UK have already done substantial work in this area that could usefully inform future work.
Professional networking and sharing good practice
With the support of Scottish Government funding, Child Bereavement UK has established several local networks for people working in bereavement support in Scotland, and there are various NHS and other group initiatives to support learning and sharing among the bereavement community in Scotland.  Continued resource is needed to support networking among the bereavement community in Scotland and to ensure that networks are available and inclusive to all who can benefit from them.
Action Planning 
In Scotland, a Bereavement Reference Group should be established, with appropriate project-management/ administrative support to enable the group to reflect on findings from the fact-finding work, draw on other relevant resources and the views, work and experience of the wider bereavement sector, and develop recommendations for a co-ordinated Action Plan for improving bereavement experiences in Scotland. 
Policy-Level Co-ordination 
In Scotland, the Scottish Government should ensure robust oversight and co-ordination of the various inter-connecting aspects of bereavement policy, by allocating a specific Minister and/or senior Scottish Government Official overarching responsibility for all aspects of bereavement policy.
Issues for consideration
Issues for future consideration include:
· how to create clear pathways into appropriate immediate, medium- and long-term support 
· encouraging greater understanding among bereaved people of ways of supporting themselves, understanding how and when to reach out for further help 
· further support of work to upskill people’s natural and usual support networks (eg schools, employers) for example through training, and mass communications on how to respond appropriately 
· improved pathways into practical community help such as mutual aid, voluntary sector and where necessary statutory services 
· increased link up for the first days and weeks between bereaved people and practical, community help such as mutual aid societies and where necessary statutory services 
· further support of work to increase awareness of the range of bereavement support services among the general public and the sector through improved signposting 
· increased capacity of bereavement support services in the short, medium and long term to provide 1:1 and peer support opportunities in bereavement, reflecting the tiered model approach 
· auditing of bereavement training and learning across all sectors
· targeted development of bereavement related educational resources to support diverse professional audiences to support people who have been bereaved
· clear pathways to support and resources for people experiencing multiple workplace bereavements
· a review of tools/models for those in leadership and management roles within a bereavement context.
The development of a co-ordinated approach should be adequately resourced and be informed by evidence about what bereaved people want and need, work underway and the views and experience of those working in the bereavement sector in Scotland. 
The Scottish Government is about to embark on the development of a new palliative and end of life care strategy for Scotland and we believe that this strategy should address improvements to bereavement as suggested above.

The impact of the pandemic
In this section, we are particularly interested in reflections upon the following questions:

To what degree have new challenges around support for people affected by bereavement emerged as a result of the pandemic, and to what degree has Covid-19 exacerbated existing problems?

To what degree have diverse social groups – including ethnic minority communities, and those living in poverty - been affected differently by issues relating to bereavement, through the course of the pandemic?

Have models of good practice emerged during the pandemic which should be retained and further developed in the future?

What has been the impact of new approaches to technology use in supporting people affected by bereavement through the pandemic?

Is there more that needs to be done to prepare for future mass bereavement events like Covid-19?
Death is always difficult to deal with, but since restrictions came into place due to the COVID-19 pandemic, the circumstances of bereavement have been especially difficult[endnoteRef:2] for many reasons: [2:  6 End of life and bereavement experiences during the COVID-19 pandemic: Interim results from a national survey of bereaved people. Emily Harrop et al. BMJ Supportive & Palliative Care. 2020
https://spcare.bmj.com/content/11/Suppl_1/A3.1  
] 

· COVID-19 has meant that more people than usual have been bereaved
· Often, people have not been able to visit or be with their loved ones before they died
· Lockdown and physical distancing measures have meant that people haven’t been able to seek solace from friends, family, community and ritual in the usual way
· Many practical aspects of dealing with a death such as funerals have been made more difficult by COVID-19 related measures
· All of this has happened amongst financial insecurities and general anxiety and uncertainty about the future
· Social care workers, NHS staff and others have experienced multiple bereavements, in the midst of longer working hours and time away from their usual support networks. 

Do you have anything else you would like to tell the Bereavement Commission about how people affected by bereavement could be better supported in the future?

Challenges and complexities
‘Bereavement support’ encompasses many issues, and in shaping policy and action it is important to recognise there are several distinct but interrelated strands including:
· informal bereavement support provided by friends, families and communities
· formal bereavement support provided by bereavement support services in various sectors
· bereavement support provided by health and social care staff in the course of their role
· bereavement support provided to staff experiencing multiple bereavements, for example care home and home care workers, NHS staff, and first responders
· bereavement in times of COVID-19.
Bereavement is an issue that can’t be neatly categorised under one area of policy or practice.  For example, though bereavement support is an integral part of palliative care, not everyone who is bereaved will have connections to palliative care support.  Also, though bereavement experiences can impact on a person’s mental health, most bereavements don’t cause mental health problems.
Bereavement is a multi-faceted issue that cuts across many areas of Scottish Government policy, including Palliative Care, Mental Health, Rural Affairs, Culture and Justice, and currently there is no clear comprehensive oversight of or responsibility for bereavement policy as a whole at Scottish Government level.
Bereavement experiences permeate every area of life and affect absolutely everyone.  Therefore it is essential that a range of organisations, professions and departments acknowledge its importance and take actions to provide supportive conditions for people who are bereaved.
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