Response to Developing a new approach to palliative care funding: A first
draft for discussion

1. The Childhood Bereavement Network is the national hub for those working with children and
young people before or after the death of someone important in their lives. We underpin our
250+ members’ work with essential representation and support, advocating for bereaved
children’s needs and helping professionals access the information and support they need to
develop high quality services.

2. The National Bereavement Alliance is an emerging group of organisations with a shared vision
that all people have awareness of and access to support and services through their bereavement
experience. The core membership of the Alliance comprises national and regional membership
organisations with an interest in the field of bereavement care, national providers of
bereavement care and local bereavement care providers which have no other means of being
represented.

3. This response has been prepared by Alison Penny, Coordinator of the Childhood Bereavement
Network and Project Coordinator of the National Bereavement Alliance apenny@ncb.org.uk |
020 7843 6054 | 07894 390 736

Our involvement to date

4. The Childhood Bereavement Network responded to the initial and follow-up consultations
initiated by the Palliative Care Funding Review team and attended the launch of that event. The
National Bereavement Alliance was established after publication of the final report of the
Palliative Care Funding Review, but a number of members responded independently to the
consultations.

Bereavement and palliative care

5. Bereavement support for carers and families is an integral part of palliative care. According to the
WHO definition —adopted by NICE - palliative care ‘offers a support system to help the family
cope during the patient’s illness and in their own bereavement’.

6. The interim report of the Palliative Care Funding Review team identified that dedicated palliative
care included ‘care and support for families and carers, including psychological and bereavement
support”. This includes support for children and young people affected by the expected death of
a parent, sibling or someone else important in their lives.

7. The final report excluded from the proposed tariff.

Whilst we have not included bereavement support in our proposed per-patient tariff, we do
think it is important that universal access to these services is available for everyone if they
need them...The review team recommends that a pre-bereavement assessment is included in
the tariff, but that bereavement support continues to be supported by both the state and
society, outside the palliative care tariff.
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8.

10.

At that point, CBN and others indicated our dismay and warned of our serious concerns that this
recommendation would, if implemented, result in a withering of organised support for bereaved
families and carers — including children and young people — as part of palliative care services.

We are aware that there has not, to date, been a formal Government response to the
recommendations of the Palliative Care Funding Review. The pilots have proceeded on the
assumption that bereavement support would not be included (apart from a pre-bereavement
assessment, see below). P15 of the current draft explains that ‘the decision on what was
included in the analysis to create the currency is not a decision on what should and should not be
funded by the state. Discussions on the state’s funding responsibility for palliative care will need
to include the Department of Health and will take place if national prices are developed.’

We remain unclear about this process. We ask for the Government to issue a formal response
to the recommendations in the PCFR review - with clarity about what aspects of bereavement
support will and will not be funded by the tariff — as a matter of urgency.

Pre-bereavement assessment

11.

12.

We welcome that the currency includes pre-bereavement assessment. However, we have some
guestions remaining about the nature of this assessment and how it is used. Specifically:

a.  Which family members and carers are assessed before the death, using what tools? How is
their consent sought?

b. Who undertakes the assessment and what training have they had?
c. How are the findings of the assessment stored and used?

d. How does the assessment process reflect the dynamic and changing nature of caring and
anticipatory grief?

e. Once an assessment has identified the level of care and support required, how is this
funded, commissioned, provided and evaluated?

f.  How do the findings of the assessment impact on the currency unit identified for the
patient?

We would welcome clarity on these questions.

Impact on other funding sources

13.

Page 9 of the draft indicates that ‘the development currency for the palliative care sector will not
impact on the proportion of palliative care funding which is generated from charitable
donations’. We are not sure about the basis for this claim, as it is reasonable to expect that
publication of the currency/tariff may have an impact on charitable giving to the sector, which
would in turn affect the proportions of state/society funding. We are particularly concerned that
a drop in charitable giving would have a disproportionate effect on bereavement services, if
these remain outside the tariff.



Why we believe bereavement support should be included in the currency
Patient outcomes are closely linked to family and carer outcomes

14. The focus of the currency focuses rightly on meeting the individual patient’s health and social
care needs. However, for many patients, their families’ needs are a major concern which cannot
easily be separated from their own.

15. For example, research shows that parents who are seriously ill or dying and have young children
are frequently distressed by the huge challenges of balancing parenting and managing their
illness, and anxious about how their children will adjust to their death and be cared for in the
future" Parents’ depression while they are ill is associated with how well their children are
functioning”. Interventions with children have been shown to reduce ill parents’ anxiety and

depression and increase self-confidence", and parents recommend such interventions”. If a

significant outcome for patients is feeling reassured about how their family is coping now and

will cope after their death, then meeting family and carers’ pre- and post-bereavement

support needs must be included within the currency.

Making bereavement services universally available doesn’t preclude including such services in the
currency.

16. We agree with the recommendation of the Palliative Care Funding Review that bereavement
care after a death should be universal for all those that need it — ie available to those bereaved
suddenly as well as those bereaved through palliative care deaths.

17. However, the arguments put forward around these discussions seemed to suggest that if
bereavement support was included in the tariff, this would jeopardise support for people whose
bereavements fell outside the scope of palliative care.

18. Conversely, we argue that by excluding pre- and post-bereavement care from the tariff, we will
miss opportunities to provide the best possible support. Palliative care deaths and sudden
deaths afford different possibilities for responding to carer and family needs, and we must not
level provision down to the lowest common denominator. For example, we know that the time
of greatest anxiety for children when a parent is terminally ill is before the death": there are
suggestions from practice that supporting children at this time can reduce the need for intensive
support after the death.

19. Just because we can’t provide this for those bereaved suddenly doesn’t mean we shouldn’t
provide it for those facing an anticipated death. For this reason, we want to see pre- and post-
bereavement care included in the currency, as well as post-bereavement support being
provided universally.

High quality bereavement support can save money to other services

20. Grief is not an illness, although it does increase people’s vulnerability to a range of mental and
physical health difficulties. Across types of bereavement it increases the risk of mortality,
physical health problems, physical disability, use of medication and hospitalisation*". Around
11% of people are likely to suffer ‘complicated’ or ‘prolonged’ grief following a death from



natural causes: rates are likely to be higher among those bereaved of a child, or following a
traumatic death”". Widow(er)s™ and children bereaved of a parent* are more likely to visit their
GP. Children bereaved of a parent or sibling are more likely to have clinical rates of mental
health difficulty, may underachieve at GCSE and have a greater risk of poor health behaviours® —
all outcomes with life-long significance.

21. The costs of bereavement are borne by society as a whole as well as by individuals and families.
Increased rates of the use of health and social care services and days of work lost to sickness all
cost the economy dear. In Scotland, the death of a spouse is associated with increased mortality
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and also with longer hospital stays, costing the NHS around £20 million each year™. In England,
with over eight times the number of deaths, this figure could be between £150 and £190 million.
It would be even greater if it included the impact of the death of someone else close, such as a
child or parent, and took into account the costs of increased use of other health and social care

services" and days off work.

22. The Childhood Bereavement Network is currently piloting a ‘cost avoidance calculator’ to
identify the cost savings which community based child bereavement services can bring. We
believe that including high quality, appropriate bereavement services for people of all ages in
the currency would result in significant savings to other parts of the health and social care
system.

The Family Test

23. New guidance for government departments sets out the tests for new policies which will have
an impact on families™. Specifically, this requires policy makers to consider the impact on
families going through transitions such as bereavement, new caring responsibilities or the onset
of a long-term health condition. We believe that the currency proposals will fall well within the
scope of the test and that their impact on families would be improved by the inclusion of pre-

and post-bereavement support.
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