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Public Health Priorities: Comments from the Scottish Partnership for Palliative Care

About the Scottish Partnership for Palliative Care (SPPC)

The Scottish Partnership for Palliative Care (SPPC) brings together health and social care professionals from hospitals, social care services, primary care, hospices and other charities, to find ways of improving people’s experiences of declining health, death, dying and bereavement.  We also work to enable communities and individuals to support each other through the hard times which can come with death, dying and bereavement.  

Sometimes our field is described as “palliative care” but depending on what people understand by this term, this language can cause confusion.   One way of thinking about “palliative care” is to talk in terms of providing “good care” to people whose health is in irreversible decline or whose lives are coming to an inevitable close. However, the work of the SPPC is not synonymous with death – it is about life, about the care of someone who is alive, someone who still has hours, days, months, or years remaining in their life, and about optimising wellbeing in those circumstances. 

SPPC was founded 26 years ago and has grown to be a collaboration of over 50 organisations involved in providing care towards the end of life.  SPPC’s membership includes all the territorial NHS Boards, all the hospices, a range of professional associations, many national charities, local authorities, social care providers and universities.

Purpose of this submission
This submission puts forwards views for consideration as part of the current public engagement exercise being undertaken by the Scottish Government and COSLA on the development of Public Health Priorities for Scotland.
Summary of main points

We suggest that:

1. Public Health Reform discussions should be reframed to talk not just of improving ‘health’ but of improving ‘health and wellbeing’.

2. “Adjusting to the needs of an ageing population” should be a Public Health Priority.
Issue 1: reframing the discussion – ‘improving wellbeing’ vs ‘improving health’ 
Public Health Reform: Strengthening and refocusing the public health function in Scotland refers to the need to develop public health priorities that are:

“focused on those activities that will have the greatest potential to improve health, reduce inequalities and support sustainable economic growth over the next 10 years.”

As currently phrased, this leaves no scope for focusing on activities which aim not to improve health, but rather aim to improve wellbeing when deteriorating health, due to illness or age, becomes inevitable.  

Narratives relating to public health and/or health inequalities often refer to death, but always in the simple context of death as a negative outcome, referring for example to ‘premature mortality’, ‘CHD deaths’ and ‘all cause mortality’.  Rarely, if ever, do discussions look beyond the quantitative, and recognise that there are qualitative aspects to people’s experiences of deteriorating health and dying.  

Most of us will come to a time in life when we face an inevitable decline in our physical health, and many of us will come to a point when we can no longer be as independent as we would wish.  However, this does not mean that our lives are at an end, and there are many ways that experiences of ageing can be improved, even as health declines or independence is lost.
We recommend that Public Health Reform discussions should be reframed to talk not just of improving ‘health’ but of improving ‘health and wellbeing’, acknowledging that Public Health has a role to play in mitigating the negative effects of ageing and deteriorating health.
Issue 2: Adjusting to the needs of an ageing population: a public health priority for Scotland
Set out below is the rationale for including ‘Adjusting to the needs of an ageing population’ as a public health priority, framed under the list of questions developed by the expert group chaired by Professor John Frank
. 

1
Is this an important public health concern?

1.1 What is the current ‘size’ of the problem?
‘Ageing’ is not a ‘problem’ to be solved – in fact it is successful public health and medical interventions that have led to a significant increase in life expectancy.  However, with that increase in life expectancy come many changes to which our society needs to adjust.  

Currently in Scotland we are seeing:

· increasing life expectancy (and a smaller increase in healthy life expectancy); 

· increased prevalence of long term conditions and multi-morbidity; 

· more people dying in advanced old age; 

· more babies, children and young people with life limiting conditions living longer.  

This coincides with the retirement of many experienced health and social care staff.  There has also been a growth in geographic mobility in recent decades.  The availability of informal care is diminishing and demand for formal care is rising.  
These changes are having a significant impact on how people age, how their health deteriorates, how they die, and how family, friends and communities deal with these experiences.

A public health focus on supporting active, healthy, independent ageing is only part of the answer to these challenges - even the longest, healthiest and most active life will likely end in a period of declining health,  loss of independence, and death.
1.2 How has the problem changed and how might it change in future?

In the last 30 years, the annual numbers of people dying once over the age of 85 has doubled, from 9004 in 1976 to 18600 in 2016.
  Population projections predict that the numbers of people living into advanced old age will continue to increase over future decades. 
    

1.3 What would happen if we disinvested in this area?

An individual’s use of health and care resources rises steeply in the last year of life.  It is clear that a significant proportion of society’s investment in hospitals, care homes and social care services goes into supporting people in advanced old age.   Despite this, hospitals, care homes and care at home services are under huge financial pressures and struggling to provide the care and support that individuals need and expect.

Interactions with formal services are just one part of an individual’s experience of ageing, and wider society has an essential role to play in responding to the needs of an ageing population.  Charities, community organisations and neighbours invest time, energy and resources into supporting people as they age.  
The consequences of disinvesting in this area are hard to imagine.  They would presumably lead to even worse pressures on disparate families trying to support elderly relatives, elderly spouses trying to support elderly spouses resulting in stress and ill health, early burn-out of health and social care staff, and old people without families suffering terrible isolated deaths.
1.4
What are the wider impacts?
From a palliative and end of life care perspective, some of the wider impacts of an ageing population are listed below:

· The number of people with palliative care and end of life care needs is increasing, and their needs are becoming more complex. 

· Informal carers provide the bulk of support, yet are often unsupported and undervalued themselves.

· The current workforce is often overstretched, and reportedly in many places there is insufficient staff to meet the needs of the people in their care adequately.  This has negative effects on the mental and physical health of staff.

· 22% of people die in care homes and care homes generally support residents with high levels of dependency.

· Over 50% of people die in hospitals, and it is currently very difficult to deliver person-centred palliative care and end of life care within busy hospital environments.

2
Can we do something about it?

1.1
Is this issue amenable to prevention by known effective measures?

Some examples of how we might adjust to the needs of ageing population are given below, structured under the headings of the WHO Ottawa Charter for Health Promotion
:

Build Public Policy that acknowledges and makes provisions for the impact of ageing and old age
A focus on promoting healthy, active, independent ageing needs to be balanced with a recognition that even the longest, healthiest and most active life will eventually come to an end, and that this is often preceded by a period of time when someone cannot live independently.   Public policy needs to acknowledge and make provisions for this, and the impact it has more widely on society.
Create Supportive Environments for people as they age
Various initiatives aim to improve environments for people as they age.  For example, there has recently been growing awareness of initiatives where Care Homes have co-located or partnered with nurseries, enabling residents and children to benefit from each other’s company.
   An increasing number of Scottish hospitals have committed to welcoming carers outside of standard visiting hours. 
 

Strengthen Community Actions

Communities, neighbours and families play a major role in supporting people as they age, and there are examples of work underway to strengthen communities, and their responses to ageing, deteriorating health, dying and bereavement.  Sometimes this work is framed within a Public Health Palliative Care narrative, and termed ‘Compassionate Communities’ or ‘Compassionate Cities’ work.  Other community action is targeted a loneliness, or at providing practical help, for example through befriending schemes.  Some relevant work has been done in the area of ‘dementia friendly communities’.
Develop Personal Skills
As well as developing personal skills to increase an their likelihood of active healthy ageing, there are a number of practical actions individuals can take to make the financial, legal and practical consequences of ageing, deteriorating health, illness and death easier to deal with. For example, everyone, no matter their age or health, should consider:
· Granting a Power of Attorney/Welfare Attorney

· Making a Will

· Completing an Advance Directive (sometimes called a “living will”)

· Funeral Plans

· Discussing preferences of care with family, health and social care professionals about the care they might want in the future (Advance Care Planning)

Reorient Health Services to accommodate the needs of people as they age:
For a number of reasons, the Care Home and Care at Home sector has historically been under-resourced.  If we are to meet the needs of our growing ageing population, society needs to recognise and value the role of Care Home and Care At Home providers and staff, and ensure they are adequately resourced to continue undertaking this essential role.

There is a need to recognise that hospitals are not just a place where people’s health is ‘fixed’, but also the place are where approximately 50% of older people live out their final days.  Adequate support and resources is needed to ensure that hospitals and staff are able to appropriately respond to the needs of older people.

2.2
Are the measures cost efficient?
The impact of ageing is far reaching, and potential measures to adjust to this are numerous and varied.  We have not undertaken a cost-benefit analysis of potential measures.  However, the costs of not taking action are considerable.
2.3
Does the priority impact health inequalities or risk worsening them?
Though ageing affects 100% of people, the limited evidence available indicates that there are differences in the experience of ageing depending on socio-economic background.

People living in socially deprived areas are much less likely to access health and social care services, and people in Scotland’s poorest communities die considerably younger than those from more affluent communities. People from these areas are more likely to die in hospital, more likely to need palliative care, and more likely to have numerous hospital admissions.

A London School of Economics (LSE) report
 commissioned by Marie Curie found that those in more deprived areas are less likely than those in the least deprived areas to feel they have sufficient support to care for someone dying at home; they are less satisfied with the care they receive, and more frequently die in hospital than either home or a care home.

2.4
When might we expect to see results?
There are short, medium and long term aspects to this issue – in some areas results might be expected relatively soon, while other areas might require a more long-term commitment.  
2.4
Is there scope for innovation on this priority?

Yes – innovation in this area is not just possible but essential if challenges are to be met.  Some examples of current innovations are provided above under 2.1.  
3
How can communities be empowered through this priority?
3.1
Do the public prioritise this issue?

The ‘public’ may not have concern with ‘ageing’ in general, but people are very concerned about the conditions of their own nearest and dearest as they age.  This is clear from widespread concerns whenever the media reports poor care of old people living in care homes or in hospital.   There are many community or charity driven initiatives to support older people, for example befriender schemes and initiatives to combat loneliness. 

3.2
Do local government prioritise this issue?

Local authorities have long recognised the importance of community development to improve health and inequalities.  Many of the challenges raised in this paper require a community development approach as part of the solution.

Local authorities are joint partners in Integration Authorities.  The Health and Social Care Delivery Plan, which Integration Authorities are expected to deliver, identifies the experiences of people towards the end of life as a key priority, with major implications for resource use and public experience.

3.3
Do the professions who will likely work on this prioritise this issue?

The Scottish Partnership for Palliative Care works with health and social care professionals from hospitals, social care services, primary care, hospices and other charities, and there is a clear message from all of these sectors that there is an urgent need to respond to the needs of an ageing population. Most are already doing what they can do respond to these needs.  

An example of this is our own work through Good Life, Good Death, Good Grief, which is an alliance of individuals and organisations working to promote more open and supportive attitudes and behaviours relating death, dying and bereavement.   

Another good example of professions prioritising this issue is provided by the Annual Report of the Director of Public Health of NHS Highland, which has a primary focus on how NHS Highland can realise Realistic Medicine, with sections of the report dedicated to ‘ageing and comorbidity’, ‘caring for the elderly and vulnerable’, ‘the challenges of frailty’ and a strong focus on supporting good end of life care.

Scottish Care has published extensively on the difficulties currently facing the care home and care at home sector, and highlighted the dedication of staff and providers to supporting people as they age.
3.2
Does the Scottish Government share the aims of this priority

The Scottish Government’s Health and Social Care Delivery Plan (2016) states:

“By 2021 we aim to: Ensure that everyone who needs palliative care will get hospice, palliative or end of life care. “

This, and many other aspirations of the Delivery Plan will necessitate adjusting to the needs of an ageing population.  
3.3
Is the issue best addressed by a joined-up approach rather than lying mostly with one agency?

Yes – the needs of an ageing population are varied and complex and cannot be met by one agency alone.  For example, there are service aspects that need responses from Scottish Government, Integrated Joint Boards and Health and Social Care Providers.  There are also social aspects that need responses from families and communities and other parts of society. 
Scottish Partnership for Palliative Care, 6 March 2018

For more information please contact: Rebecca Patterson, Policy & Communications Manager: rebecca@palliativecarescotland.org.uk

� This list of questions was provided to delegates attending the Developing Public Health Priorities for Scotland event organised by ScotPHN that took place on Edinburgh on 12 February 2018





� � HYPERLINK "https://www.nrscotland.gov.uk/statistics-and-data/statistics/statistics-by-theme/vital-events/deaths/deaths-time-series-data" �https://www.nrscotland.gov.uk/statistics-and-data/statistics/statistics-by-theme/vital-events/deaths/deaths-time-series-data� Table DT.4


� https://scotland.shinyapps.io/population-projection-pyramids/


� http://www.who.int/healthpromotion/conferences/previous/ottawa/en/index1.html


� https://stv.tv/news/features/1403006-best-buds-toddlers-move-into-care-home-and-warm-hearts/


� John’s Campaign – Our Participants http://johnscampaign.org.uk/#/participants


� � HYPERLINK "https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/challenging-inequities-in-palliative-care.pdf" ��Marie Curie (2016) Enough for everyone: Challenging inequities in palliative care�


� Equity in the Provision of Palliative Care in the UK: Review of Evidence Josie Dixon, Derek King, Tihana Matosevic, Michael Clark and Martin Knapp Personal Social Services Research Unit London School of Economics and Political Science  (2015) � HYPERLINK "https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/equity-palliative-care-uk-report-full-lse.pdf" �https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/equity-palliative-care-uk-report-full-lse.pdf� 
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