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Message from the
Chief Executive
In the summer of 2020 we felt the time was right to commission an
external review of our Care at Acorns Children’s Hospice, the first such
external review for well over a decade.

The Review, as expected, also confirms the importance of a truly local
service to families and therefore of Acorns to continue to operate for the
long-term from our three children’s hospices.

We wanted to ask a number of key questions, for example: what are the
numbers of families in the region who could benefit from our care? How
many of these families are we currently reaching? What are the strengths
and weaknesses of our care? Do we have the right balance between the
different services we provide? How can we ensure we remain true to our
Vision, Mission and Values?

The findings do, however, challenge us to find ways of increasing awareness
and access to our care service for eligible families and their children. They
identify the barriers they suggest we will need to overcome to reach the
goal of more families accessing our service.

The contract for carrying out the review was awarded after tender to a
team from the National Children’s Bureau (NCB). We were delighted with
the quality of the bid the NCB submitted - as a respected child rights’
policy, research and advocacy organisation in their own right.
Conducting the Review involved gathering evidence and data from a wide
range of sources. It drew heavily on the views and expertise of Acorns people
and volunteers, key external stakeholders and most importantly, on families
and young people who have used our service.
The findings in the Care Review reaffirm what we already recognise. Firstly,
how much the Acorns children’s hospice service means to the children and
the families who we are able to reach and secondly how phenomenal our
people across our three hospices are at delivering the vital support that
hundreds of children and families rely on across our region every year.
Of course, the review took place at the height of the pandemic, a crisis
which has been so challenging for all of us. We are especially proud of how
determined, flexible and resilient our teams have been, and of the volume
and quality of care service that we have been able to deliver, despite
previously unimaginable constraints.

The Review team highlight the importance of both our clinical and our
non-clinical services, as well as our hospice-based and community-based
activities respectively. Acorns will need to excel in each of these different
areas, and the NCB team suggest ways in which we might structure and
deliver our service with even greater impact going forward.
I would like to take this opportunity to offer my sincere thanks to those
who helped deliver this report. The Eveson Charitable Trust, for their
significant contribution towards the funding of the Care Review, the Review
team themselves and to the Acorns colleagues and external stakeholders
who contributed. Most of all I would like to thank the families who shared
their experiences for this Report. Your honesty and insight will help us build
on more than three decades of experience and enable us to deliver the best
possible care we can, for the next 30 years and beyond.

Toby Porter
Acorns
Chief Executive
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Executive Summary

Executive Summary
This document sets out the findings of the Acorns Strategic Review of Care,
commissioned by Acorns in Summer 2020 and carried out by the National
Children’s Bureau (NCB). The Review involved the gathering of evidence
and data from a range of sources, particularly the views and expertise of
Acorns employees and volunteers, key stakeholders and families.
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Access to short breaks

Families and other external stakeholders consulted on throughout the
Review held overwhelmingly positive opinions of Acorns. There were,
however, concerns reflected in the views of employees around financial
sustainability and about being consulted on any changes emerging from
the Review. More recent challenges around the pandemic have created
opportunities to develop new ways of working that could play an important
long-term role in Acorns care.

Nationally, families face a range of barriers in accessing support from
hospices. The most notable of these include emotional barriers around
understanding what a children’s hospice can offer, and as a result - some
reluctance to accept the role of a hospice and a new group of professionals
in their lives to meet the unique needs of their child. They also include
practical barriers, including difficulties with transport.

A positive development for Acorns in terms of statutory funding is the fact
that the NHS plans to significantly increase its investment in the children’s
hospice sector whilst reforming its approach to planning and funding
palliative care.

Prevalence and reach
In 2017/18 there were an estimated 11,079 children with a life-limiting
condition in the West Midlands and Gloucestershire. Taking account of
population changes, this amounts to a 56 percent increase in prevalence
over 10 years. Evidence suggests that at least some of this increase is due
to increases in life expectancy. The data indicates a trend of rising numbers
of children with the most complex needs, living longer.
At the end of this period (the latest for which prevalence figures are
available) Acorns was supporting 8.8 percent of the estimated number of
children with life limiting conditions in the region. In comparison, a group
of four independent hospices covering the Yorkshire and Humber region
reached 13 percent of children in their patch collectively.
In 2019/20, 37 percent of families in touch with Acorns accessed overnight
respite, 44 percent accessed family support of two hours or more and 37
percent accessed bereavement support. Just two percent accessed end of
life stays. Acorns overnight bed occupancy rate across the three hospices
was 80 percent.

Executive Summary

Context

Families local to Acorns very much shared the experience of these barriers.
In addition, the Review noted a sense of guilt or stigma in relation to
children being cared for away from the family. This was felt particularly
by those of Black, Asian and Minority Ethnic backgrounds. Some parents
expressed frustration at not being able to plan for respite at times that
would have the best impact on their families’ wellbeing.
In discussing solutions, Acorns employees rightly reflected on the numbers
of children that could potentially be supported and opportunities to
address barriers they face to access. The Care Review’s recommendations
in relation to this aspect of Acorns care focus on increasing take-up of
support. This includes support with access to short breaks via outreach,
building relationships with new families through partnerships with the NHS
and support with transport.
Meeting the diverse and often highly specific clinical needs of all children
with life limiting conditions is an evolving challenge. Acorns has developed
our specialised clinical capability in recent years in response to this.
The Review team heard, however, that there are inherent challenges in
maintaining the requisite experience and expertise within the small teams
delivering care in each hospice. The Care Review recommends therefore,
that Acorns continues to strengthen our offer through a robust clinical
development strategy covering all three hospices.
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Working with commissioners

Families welcomed the psychosocial support Acorns offers through our
Family Teams. They were keen to be able to access the support in a more
consistent and predictable manner. Concerns around consistency were
mirrored by employees who suggested that capacity was stretched and that
the valuable role that volunteers could play (and the support they need in
order to play this role) was not given enough emphasis in the planning of
provision. Parents wanted, in particular, more support around emotional
wellbeing (including bereavement support) and support for young people in
the form of transition planning and positive activities.

Acorns has a strong relationship with the statutory sector, including with
local commissioners and through this relationship, secures significant
financial contributions in addition to the nationally administered Children’s
Hospice Grant. Our charity is more reliant on statutory funding than other
hospices and as such, maintaining these relationships and continuing
to demonstrate our value to local commissioners will be critical if the
improvements discussed in this report are to be attainable.

Acorns employees and external stakeholders agreed that there was
the potential to improve access to support, although this would best
be done in partnership with other providers, particularly for complex
bereavement. Emotional support, along with support for siblings, are
known to be gaps nationally.
The Care Review’s findings in relation to family support are notably
different to those on access to short breaks and hospice-based care,
particularly when it comes to the relationship between supply and demand.
There is a clear case for improving the family support offer which coincides
with opportunities to make better use of volunteers and virtual delivery
post-Covid. The Review’s lead recommendation therefore centres on the
strengthening of Acorns Family Services team.
The recommendation also includes the amalgamation of the three teams
and creation of designated leads to support consistency and quality in key
areas of practice. For the avoidance of doubt, it is not recommended that
Acorns moves towards a fully ‘social palliative care’ model as delivered by
the Rainbow Trust.

Executive Summary

Family support

Commissioners the Review team spoke to were keen to continue to
work with Acorns but had some concerns and priorities that may need
to be addressed. This included understanding in more detail who Acorns
supports, why and how. Commissioners were also keen to explore how
the spot-purchasing provision for individual children and services could be
made more flexible. They also looked forward to the increasingly regional
approach to planning care.
The Care Review’s recommendations include a number of suggested steps
to communicate value to commissioners, including the development of
an ‘Acorns Care’ tier of support to describe the provision Acorns may
make that does not include the full level of symptom management and
psychosocial support.

Implementation and further review
Implementing the substantive recommendations of the Review will require
Acorns to continue to build key internal and external relationships. It will
require the development of internal systems to better understand how to
implement and target the improvements for which this Review advocates
and to respond to the reporting requirements of funders. The Review
therefore makes a number of important recommendations focused on the
issues of implementation and further review.
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Introduction

More positively, many of the challenges that Acorns has faced about how
to best support children and families during the pandemic have created
opportunities to develop new ways of working that will play an important
role in the work Acorns does in the long term.

Introduction
Acorns has a responsibility to play a leading role in securing the best
outcomes for children, young people with life limiting conditions and
their families.
During Summer 2020, the National Children’s Bureau (NCB) was
commissioned to undertake a strategic review of Acorns care; to explore
potential changes in the delivery of services to children and families that
would increase our reach, and make our resources go even further.

A key part of the positive outlook going forward is that the NHS plans
to significantly increase its investment in the children’s hospice sector.
Alongside this investment, the NHS is reforming its approach to planning
and funding palliative care. This will include looking beyond hospice bed
provision to other models of support, more monitoring of how hospice
grant money is spent and an increasingly regional, network-based
approach. Acorns has long been seen widely and justifiably as a pioneer and
leader in the children’s hospice sector, but will need to continue to evolve
and adapt to make the most of this opportunity.

The team from NCB spoke to families and other stakeholders throughout
the Review process, all of whom fed back strongly on the care Acorns
provides. These views related not just to the impact on local children and
families, but also our standing in the communities we serve, and the wider
children’s hospice sector.

The following pages summarise the findings of the Care Review, what the
Review found about Acorns within the wider context of the children’s
palliative care sector, the prevalence of children with life limiting conditions
and potential demand for and utilisation of Acorns services. A number of
key themes and challenges are explored which influence the Care Review’s
recommendations including potential barriers that families face in accessing
Acorns care, the role of the Family Team and working with commissioners.

Whilst the outlook is positive and the findings of the Review are forward
facing, no attempt was made to hide from the review team the significant
challenges that the wider Acorns charity had faced in recent years.

Finally, the Review identifies nine potential recommendations, four of which
directly influence the way that Acorns delivers care and a further five which
the Review recommends are put in place to help implement these changes.

This included a major financial crisis from late 2018 to late 2019, followed
by the unprecedented challenges of the Covid-19 pandemic. Acorns is
now on a much more secure financial footing but the turbulence of the
past two years was naturally reflected in the views heard from Acorns
employees, their anxieties around long-term financial sustainability and
concerns about how they would be consulted on, and informed of, any
changes arising from the Review.
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Facts and figures
Analysed the service reviews and
initiatives of other children’s hospice services

Interviewed 4 senior Acorns
employees and 7 external
stakeholders
Held a focus group with 11 local
authority and NHS commissioners

In producing the Care
Review for Acorns, the
National Children’s
Bureau…

Surveyed 155 Acorns
employees and volunteers

Held 2 focus groups and 2 interviews
with a total of 17 parents children, siblings
and their families

Held 3 ‘challenge panel’ sessions with senior
Acorns management, team leaders, practitioners,
and employees to seek feedback on interim
findings and proposed solutions

Held 2 focus groups with a total
of 20 Acorns employees

Conducted a literature review of
children and families’ experiences of
accessing hospice and palliative care
8

The Big Picture

The big picture
What the Review observed about Acorns care within the wider
hospice care sector.

Before setting out its recommendations, the Care Review
notes how important it is to start with some broader
observations on Acorns care and our position within the
wider sector. This section covers the following five areas:

1

The perception of Acorns

2

Learnings from the pandemic

3

Developments in Statutory funding

4

Families’ experience of hospice care nationally

5

		

Analysis of potential demand and utilisation of
Acorns services
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1
The perception of Acorns

Parents and local stakeholders fed back with
positive perceptions of the quality of Acorns
care and the work we do with families of
children with life-limiting conditions.

“When I went and visited Acorns
I was really impressed with the
connections between the staff and
the families there and the respite
care that was being offered that
was really offering a lifeline to the
families to keep treading water, if you
like, in very difficult circumstances.”
Local commissioner

The Big Picture

Feedback suggests that Acorns is well known
in the communities we serve and amongst
those working in children’s palliative care
nationally. Interviewees also spoke of the
influence Acorns has through our standing
in the community, our high street presence
via our charity shops, and a greatly increased
local media and social media profile due to the
recent fundraising Appeal to save our Black
Country based hospice.
As with any organisation delivering specialist
care and support, the Review highlighted how
Acorns employees are a precious asset. Their
expertise and commitment will be critical in
making any change process stemming from the
Review successful. The Review recognised that
Acorns employees had experienced a lot of
anxiety and uncertainty around recent financial
problems at Acorns and that this had been
unsettling and, inevitably, disruptive.
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2
Learnings from the 		
pandemic

Acorns has adapted and developed new
initiatives which have been hugely beneficial
to hundreds of vulnerable local children and
families during challenging and uncertain
times. There has been the reallocation of
some clinical teams between hospices and
the delivery of outreach and sibling support
virtually rather than face-to-face. Acorns
also kept in regular telephone and video
contact with most families throughout
lockdown conditions.
During the pandemic, some Acorns
employees have been seconded to hospital
and community NHS teams. Feedback on
the contribution of these partnerships has
been extremely positive and the learnings
Acorns skilled palliative care nurses have
taken from working in different teams and
settings has been invaluable.

3

The Big Picture

Although not a major focus for the Review,
the Covid-19 pandemic has provided an
important learning opportunity of great
relevance to the future shape of what we
offer and how.

Developments in Statutory funding

There are a number of recent developments in
English health policy that form an important
part of the context to the Review. These
include changes around funding, the way
services are planned and inspections.
The Care Review suggests that, going forward,
more funding will be forthcoming from the NHS.
The decision of NHS England in 2019 to double
its Children’s Hospice Grant over five years
was immensely significant for Acorns, as the
country’s largest children’s hospice and therefore
grant recipient.
Beyond this grant, the Review team thought
that NHS funding may be available for a wider
range of activities (beyond the provision of
hospice beds), but it may be accompanied by
greater expectations regarding the monitoring
and reporting of activity.

Whilst there is a move away from focusing
purely on the provision of hospice beds, this
may not necessarily mean less emphasis
on specialist clinical support. Hospices may
be expected to demonstrate how they are
responding to increasing numbers of children
with complex needs.
The CQC’s regime for inspecting children’s
hospices has recently been changed to create
alignment with the way hospitals are inspected
(having previously been part of CQC’s social
care inspection programme). Children’s hospices
like Acorns will likely still very much be held to
account for delivery of clinical specialism.
It will be an important continuing balancing-act
for Acorns to make the best use of the statutory
funding available whilst supplementing this with
other income to offer the right mix of highquality support for local families.
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Families’ experience of hospice care nationally

The experiences of families are critical to the Care Review. Valuable
insight was gained through speaking to local parents, but this should be
considered in the context of the common experiences of families across
England accessing similar services.
A literature review conducted as part of the Care Review looked at existing
evidence on barriers to families accessing support from hospice services
and approaches to overcome them. Key themes are set out below.

When hospices get it right
Evidence suggests that there are a number of aspects of good practice that
hospices can adopt to mitigate some of the barriers discussed above.
•

Firstly, the establishment of clear referral pathways and criteria

•

Secondly the use of highly skilled and sensitive practitioners working
with families, particularly where a family has their own key worker to
work with them throughout

•

Thirdly, the importance of feeling ‘at home’ can address parental
barriers in accessing support from a hospice – this includes building
relationships and a sense of safety

Barriers to accessing support
Some parents and professionals believe that hospices are just for the final
stages of life and are unaware of the full range of support services they
may be able to offer them, often for many years prior to their child facing
an end-of-life situation.
For professionals, this sometimes leads them to making referrals later.
Some families may not access support from a hospice because they want
to maintain more control over their day to day lives and provide more
oversight over their care.
The circumstances of individual families can also have a bearing on the
barriers they face to accessing care. For some families where English is not
the first language, there may be barriers around lack of understanding or
knowledge of the services available.
It is important to sensitively consider whether and how approaches should
be differentiated to support individual families. Some families without a car
can struggle to access hospices on public transport, especially if their child
requires medical equipment.
The hospice workforce is overall composed of women. Research has
identified this as a potential barrier for engaging fathers and other male
family members. Better support for men is a key recommendation.

The Big Picture

4

A recent development in the offer of hospices is providing care for newborn
babies. Research has identified this to be positive for families because of
the holistic and homely nature of hospices. Staff are skilled and parents are
able to be involved in their child’s care. Parents also benefit from being able
to spend some time with their baby after their death.

Gaps in services for families
Evidence from the experiences of families accessing children’s hospices
suggests that they would welcome improvements in some areas. The gaps
commonly identified are:
•

Lack of effective transition-focused care to assist the young person and
family as they reach adulthood

•

The needs of siblings outweigh provision

•

There is a gap in provision of mental health support services for families
12

Analysis of potential demand and
utilisation of Acorns services

The prevalence of life limiting conditions
amongst children and young people was
calculated in a recent study led by Professor
Lorna Fraser at the University of York[1]. The
research has a number of implications for
Acorns in the region we operate.
•

•

•

The prevalence of children with life limiting
conditions is slightly higher in the West
Midlands and Gloucestershire than it is in
England as a whole[2].
There has been an increase in the number
of children with life limiting conditions
in the region by 56 percent in 10 years[3]
and this number is expected to continue
growing[4].
The data suggests that much of the
increase in prevalence may be due to
improvements in life expectancy.

The general trend is towards there being more
children living longer, with more complex care
needs. This would likely mean a shift away
from demand for children’s end-of-life care
towards more need for long-term care in the
community and specialist short break services.
1
Fraser L. K. et al (2020) Make Every Child Count: Estimating current and future prevalence
of children and young people with life-limiting conditions in the United Kingdom.
2
In 2017/18 there were an estimated 11,079 children aged 0-19 with a life limiting condition
in the West Midlands and Gloucestershire. This gives a prevalence per 10,000 of 68.4. This is
slightly higher than the prevalence of 66.4 per 10,000 for England as a whole.
3
There were an estimated 4,154 more children in the region with a life limiting condition in
2017/18 than there were in 2008/9. The equivalent measure for England is 46 percent.
4
It is estimated that by 2030, prevalence in the West Midlands (excluding Gloucestershire)
will have increased to between 68.9 and 93.8 per 10,000. This amounts to between 891 and
4,384 more children with life limiting conditions in the region than there was estimated to be
in 2017/18.

What does this data tell us about
Acorns reach?
Analysis of the prevalence estimates alongside
Acorns activity suggests that in 2017/18 8.8
percent of children with life limiting conditions
in the Acorns region were accessing services at
one of our three hospices.

The Big Picture
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The Birmingham and Black Country hospices
appear to reach a similar proportion of local
children at around eight percent whilst the
Three Counties hospice reaches a slightly higher
proportion at just over 11 per cent.
The service reaching the highest percentage of
families, by a large margin, is the Acorns Family
Services Team. However, the Review found that
a significant proportion of this service is limited
in scope and delivered in two hours or less.
The service reaching the next highest number
of families is overnight short breaks, with just
over a third of families accessing at least one
stay. Just 2 percent of families accessed an
end-of-life stay, reflecting the low proportion
of Acorns children who die in any given year.
Acorns had 80 per cent occupancy across the
three hospices in 2019/20. This was higher at
the Black Country hospice (86%) and lower at
Birmingham (73%).
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Challenges

Understanding the
challenges
What the Care Review identified as three challenge areas for
Acorns (and possible solutions).

1
2

		

The barriers families face in accessing Acorns care
Scope and consistency of Acorns Family Services
and ways in which it may be strengthened

3

Demonstrating value to commissioners and 		
		 potential ways of maximising funding from the
		sector
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1

The barriers families face in accessing Acorns care

The Care Review recognises that families face emotional and practical barriers to benefiting
from short breaks in our hospices. Parents spoken to during the three family focus groups
described a number of challenges that affected how they felt about being referred to Acorns
and about accessing overnight stays once referred.

Cultural acceptability

Several parents commented that when a
referral to Acorns was suggested by their
child’s NHS consultant, they felt reluctant
or upset. This, they said, was based on their
pre-conceived ideas of what a hospice is, i.e.
a setting exclusively for end-of-life care. The
same parents commented that this would have
been less of a challenge had they been more
aware of the range of support that Acorns
offers to families.

Parents also described the feeling of guilt or
shame of leaving the care of their child to
people outside of the family. Those that felt
this particularly acutely were from a South
Asian background and said this was an unusual
thing to do in their culture.

Familiarity
Parents described a further emotional barrier
of feeling reluctant to leave their child
overnight. This was partly down to worry
about the child’s many needs and whether
these needs would be met by people who were
relatively new to the child.

Expertise
The Review heard that there were further
barriers for children with very high dependency
and complex care needs. For example, where
a child requires level-3 ventilation and training
is needed so Acorns clinical teams have the
specific competencies required for the child’s
care. These instances are rare, but could also be
seen as a reflection of the increasing number
of children and young people in the wider
population with particularly complex needs (see
previous ‘demand and utilisation’ section).

“It was like, ‘oh no, that’s
just end of life. Why would
you even suggest that?’ But
then as you find out more, as
it’s explained to you actually
what Acorns does and what
services it has, you realise
that yes, there is end of life,
yes, there is palliative - but
it’s beyond that as well.”

Challenges

The hospice ‘brand’

Parent

“It’s your kids; you look
after them and you take
the responsibility. But then
that’s why a lot of our support
has been about day care and
some of that stigma has almost
rubbed off on us, to the point
that we overstretch ourselves.”
Parent
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Care for neonates
Stakeholders highlighted some of the specific
challenges in reaching the families of the youngest
children, including neonates with life-limiting
conditions. Acorns supports an estimated 2 percent
of such children aged below one - a lower proportion
than for other age groups. Due to the prognosis of
many of these children, there is limited opportunity
for Acorns to develop a relationship with families
before they are bereaved.
Organisations outside of the NHS can bring additional
expertise but this needs to be planned carefully in
partnership with the relevant neonatal team and may
not include short breaks or overnight care as the child
may never be discharged. This does not mean Acorns
would not have anything to offer these families. More
consultation with NHS colleagues and families would
be needed to understand the likely need and demand.

Challenges

Flexibility
When parents are ready to access short breaks,
they face barriers in accessing this in ways that suit
their families. The Review team heard from parents
in focus groups that it could be hard to book short
breaks at a time that suited them and that they felt
they had to take what they were offered. This was
also said to sometimes come at short notice, meaning
the family could not plan to make the most of short
breaks. Some parents suggested there were particular
issues around booking stays at the weekend and
during school holidays. Trustees were concerned that
capacity was not sufficiently targeted at these times
when families wanted it.
Analysis of Acorns activity data suggests that
overnight bed occupancy is no higher at the
weekends (Friday to Sunday) than it is during the
week (Monday to Thursday).
16

Transport

Implications

Families, employees and external stakeholders all
highlighted practical barriers to families benefiting
from short breaks in Acorns hospices.

The Care Review found that whilst families
accessing in-hospice care such as short breaks gain
huge benefits, it is an area of possible concern that
fewer than half of families access this support in a
given year. This poses questions about the targeting
of Acorns resources.

The time taken, and time of day at which children
need to be collected or booked in (10am or
3pm) means families may have to make special
arrangements to pick siblings up from school. Some
parents suggested that given the disruption to
family life involved in getting their child to and from
the hospice they experienced little to no benefit
from short stays of one or two nights.
In 2019/20, 13 percent of booked short break stays
were for one night and 27 percent were for two
nights (the remaining 60 per cent were for three or
more nights).
Acorns employees in one of the challenge sessions
expressed concern that transport could be a
particular barrier for less well-off families. It may be
less common in these instances for both parents to
have access to a car.

For families who would, were it not for the barriers
described above, access short break care there is
the problem of unmet need. The benefit of short
breaks to life limited children and their families is
well documented. The families that are struggling
the most could be more likely to face crises,
breakdown and the need for statutory social care
intervention.
Some of these barriers (particularly emotional
issues around the role of a ‘hospice’) hinder families
initiating a relationship with Acorns. Not accessing
short breaks may also mean less opportunity to
strengthen that relationship. A lack of awareness or
trust could mean families missing out on our wider
offer of psychosocial support and end-of-life care,
when it is needed, being less effective.

“Acorns for us, it is closer to
home but traffic is still bad,
and getting her there and
getting her home means that
we often spend about three or
four hours just driving her there
and back, which is an issue for
everyone.”
Parent
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Challenges

Transporting a child to Acorns can be stressful and
time consuming. This is thought to be particularly
true of families who live far away from the nearest
hospice (e.g. families in Gloucestershire or Coventry)
and where children need bulky equipment
transported with them.

Potential solutions

Initially, reducing capacity was discussed,
however this was ruled out at the first
challenge panel session (of senior managers
and trustees) who believed that there were
more families that could benefit from overnight
short breaks. Some of this group did however
express a view that capacity could be targeted
better at times of high demand.
Adjustments would include reviewing
processes around booking, planning and
checking-in for overnight stays to see if more
flexibility and predictability could be delivered
for families. This could involve investment in
software and staff to better plan the use of
resources. A review of processes could at least
offer an opportunity to develop a better shared
understanding of how well hospice capacity is
currently being used.

Reducing the burdens on families of
taking up the offer
Acorns employees at the second challenge
session suggested that arranging transport
for some families could address some of the
practical barriers discussed above. Whilst this
would have obvious cost implications it could
significantly improve access for some families.
Given the costs, if this is to be considered the
Care Review suggests setting clear parameters
i.e. only offering to those families:
•

Without access to a car

•

Where the child’s health condition
means that bulky equipment needs to be
transported with them

•

Where a family lives outside a set radius
from the hospice

Some employees and trustees suggested
that Acorns could explore the three hospices
each catering for different pathways or
needs. For example, step down care could be
concentrated at one hospice whilst another
provides short breaks, potentially just at times
of high demand. However, the experience of
other children’s hospices does not speak in
favour of investment in dedicated enhanced
provision for step down care. Also, additional
barriers may be presented to families accessing
hospice care near their home, staff losing
opportunities to retain experience in meeting
the needs of particular children, and children
losing the benefit of sharing a hospice with a
diverse peer group.

Challenges

Increasing use of existing capacity
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One option for addressing this would centre on strengthening joint
working with NHS providers. This would allow Acorns employees to meet
families and discuss their needs prior to referral and for them to retain
familiarity with the individual child’s needs in between stays at the hospice.
Acorns has been trialling such a relationship with Birmingham Women and
Children’s Hospital (BWCH) and the Children’s Community Nursing Team in
Birmingham through secondments of Acorns employees.
Relationships are also being developed with the neonates service at BWCH
and, as part of plans to work together to provide end-of-life care in the
home, with the community nursing team in the Black Country. This would
be a key route to working with more families of the youngest children.
Acorns employees report that such partnership working has had a positive
impact on working relationships and increased referrals. There was general
support for building on these relationships and exploring how they might
be mirrored with other NHS trusts.

Acorns may want to expand its outreach offer. Working with the NHS, and
based on a clear understanding of funding responsibilities, this could enable
more families to receive such support based on their preference rather
than a few specific set of circumstances. There may be some care team
capacity at the Birmingham Hospice that could support this. This arises as
more of the children at the hospice are able to attend school during the day.
Employees at challenge panel sessions suggested there may be some value
in establishing a roving team, not attached to an individual hospice, that
could address needs for enhanced access to support.
Extending eligibility for outreach support, as with offering support with
transport, would have cost implications. One way of targeting both of these
in a way that was transparent to parents and other stakeholders could be to
develop a two-tier service offer. Shooting Star Children’s Hospice in Surrey
has developed such a system following a restructure in 2019. All families
are allocated to receive either a ‘supportive’ or a ‘comprehensive’ service
based on their needs, with those in the ‘comprehensive’ group having
enhanced access to care.
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Challenges

Improving outreach to families

Maintaining and developing clinical
expertise
Acorns employees spoke positively of recent
initiatives to train team members in new
procedures such as those involved in the
care of long-term ventilated children with
tracheostomies. Expanding such ongoing
professional development activity could help
to ensure that clinical experience and expertise
would not be a barrier to children accessing
care at Acorns.

Challenges

Some potential challenges were also
highlighted, however, in being able to
develop and maintain highly specialist skills.
Opportunities to keep experience current could
be rare due to not knowing when one would
next come in contact with a child with the
particular needs in question. Working within
a small team, meanwhile, there would also be
limited opportunities to share expertise and
few openings for promotion into more specialist
or senior roles. These challenges speak of the
need for care teams to have more opportunities
to work across the three Acorns hospices and
within acute and NHS community teams in
order to promote learning and development.
Concerns were raised by Acorns trustees and
some senior employees, however, that Acorns
three hospice’s independence from each other
in this regard is such that they are seeing too
much clinical divergence between facilities.
The Care Review therefore said that there is
a case for a more centralised and strategic
approach to clinical leadership and clinical staff
development.
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2

Scope and consistency of Acorns Family Services and ways in
which it may be strengthened

The Care Review found that some Acorns employees and families feel that the full range of non-clinical support (i.e. psychosocial)
they would like, is difficult to offer through the current employee resource.
Parents that the Review team spoke to in focus groups welcomed the support of the Family Team. They welcomed the advice and
signposting they received and having someone to talk to. Some parents suggested that they would have liked more regular contact
than they had received. In one case this related to having a more reliable source of advice and support that could be drawn on at
regular intervals. In another it related to wanting the team to be responsive in light of a difficult time they had experienced within
their family. Some families thought that it was hard to understand or predict when, how and why they would next hear from Acorns.
In 2019/2020, 75 percent of Acorns families accessed family support at least once. However, 42 percent of these families received
at most two hours of support.

The importance of informal emotional support provided by the whole team
at Acorns was particularly highlighted by parents. This would include talking
to the Family Team over the phone but also being able to chat to Acorns
employees around the pool and those providing care around bed stays.
Some parents wanted more formal opportunities to talk about their feelings
and the challenges they were facing.

Families also fed back that the setting in which support was offered was
seen as critical, with homely, informal and non-clinical settings preferred.
The best support was seen as flexible, long term and evolving to reflect
individuals’ personal stage of grief. Siblings in particular may need to be
engaged through positive activities to start with to avoid anxiety about
pressure to discuss their feelings.

Employees and commissioners highlighted support for emotional and
mental health, including as an element of bereavement support, as a
potential gap in what Acorns offers.

Parents and older siblings may need support some time after their initial
bereavement. Whilst the parents spoken to received support from trained
counsellors, they valued the informal and unstructured nature of sessions.
Their experience underlined the extensive commitment involved in
providing good bereavement support.

Through bereavement support, the Acorns Family Team use recognised
skills and therapeutic approaches to support families’ emotional wellbeing.
There was, however, a desire for this to form a clearer and more formalised
offer. Some employees and parents felt that Acorns should be able to offer
counselling in-house and to more families, whilst a commissioner suggested
that they would welcome Acorns assurances that we could help meet NICE
(National Institute for Health and Care Excellence) guidelines in this area.

Challenges

Emotional and mental health support

It also highlighted that this can come from a range of sources including
hospices, bereavement services such as Edwards Trust and Cruse, school
counsellors, mental health services and informal support networks.
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Capacity and consistency

Many Acorns employees expressed regret
at the loss of our transition and adolescent
workers due to funding problems around 18
months ago. There was concern that, owing
to the challenges that young people and their
families face around transition to adulthood,
this decision may have not been in the
interests of families. Employees, families and
external stakeholders all highlighted these
challenges including young people needing
to develop more understanding of their life
ahead, develop independence and prepare for
accessing different and less comprehensive
support from adult services.

Although the Review team heard specific
reflections on where Acorns services should
be strengthened, the results of the employee
survey do not point to a desire to offer a
wider range of services in general. Of seven
potential outcomes of the strategic review
of care; ‘Acorns offering a wider range of
services’ was most likely to be ranked last in
priority by both employees and volunteers.
Responses to other questions in the survey,
and themes arising in the focus groups,
suggest that this may be due to a concern
about capacity to deliver a wide-ranging
offer to a high standard. Some employees
in the Family Team suggested that it was
challenging to deliver some of the current
offer as consistently as they would like to. This
included sibling support as well as support
needs around emotional wellbeing and
transition highlighted above.
A related concern highlighted was the
way in which the role of volunteers was
conceived and supported. Volunteers are
often deployed effectively to supplement
the psychosocial support delivered by paid
employees. However, the Review team heard
that the range of roles that volunteers were
encouraged to play was not matched by
opportunities to regularly engage in activity
and develop the relevant skills. It was also
noted in the staff challenge session that
there has been a marked reduction in active
volunteers available during the course of the
pandemic.

Acorns employees suggested that some
aspects of non-clinical support in the hospice
could be offered more consistently. This
included the provision of play therapy and
other support for the education of children
who are unable to attend school whilst at the
hospice.
In spite of the challenges highlighted
above, parents were always positive when
comparing their experience of Acorns to their
experiences before they were referred or to
their experiences of other services. However,
Acorns employees and parents wanted there
to be more consistency and reliability offered.
Whilst clinical care and wider psychosocial
support are two distinct aspects of palliative
care, some consideration of the relative costs of
providing each of these is needed. Delivery of
psychosocial support does not require the same
physical facilities, risks, costs and regulatory
requirements as clinical care. This presents
an opportunity for Acorns to be responsive
to families’ needs and preferences. It is an
opportunity that families, commissioners and
other stakeholders will expect organisations
such as Acorns to take up.

Challenges

Transition support
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Potential solutions

Whilst the need to look at what Acorns
can offer young people as they prepare for
adulthood was recognised in the challenge
panel sessions, employees stressed the need to
clearly define this. The Family Team could, for
example, offer a formal review of needs and
aspiration leading to a transition plan, for all
young people aged 16.

This would complement other transition
planning, including through Education, Health
and Care Plans, which start earlier and are
managed by the local authority. Managers are
already being consulted on a draft protocol for
delivering this.
The Care Review found that whilst the steps
above could offer incremental improvements
to many families’ care and support, more
substantive changes may be needed to fully
exploit them and to address concerns about
Acorns ability to deliver consistently. This
could come in the form of a restructuring and
expansion of the Family Team across the three
hospices. Additional capacity could be released
through pooling of staff resource across the
three hospices as well as recruitment to new
posts. Consistency and quality could be assured
through the appointment of designated leads
for key areas of the Family Team’s services.

Challenges

The potential to develop a more formal offer
around emotional and mental health was
discussed at the challenge panel sessions.
Whilst there was widespread support for
strengthening this aspect of support, there was
important feedback about how this might be
best delivered. Acorns employees expressed
a view that instances where family members
required a specific mental health service were
rare and that Acorns was well placed to refer
to partner organisations such as childhood
bereavement services and NHS mental health
care. Counselling was also said to be one
of several approaches that could be used,
with systemic family therapy also potentially
being suitable. As suggested above, providing
good, ongoing bereavement support can be a
significant commitment so any direct service
offer should be targeted and complementary to
what is provided by other organisations. One
solution for supporting families could be to
develop a training and supervision framework
for all Acorns employees around emotional
and mental health care, supported by a lead in
the Family Team.

The capacity for the delivery of a more
consistent offer could also be released through
a more digital delivery of support. Learning
during the pandemic has indicated that a
number of services can delivered without
the need for travel or face-to-face contact.
These include sibling support groups across
all Acorns hospices, play therapy outreach for
young people in the Black Country and activity
packs sent to siblings in the Three Counties.
An online bereavement support group is
also planned. Acorns employees involved
in these initiatives have stressed that such
new methods of delivery will not work for all
children and families.
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Demonstrating value to commissioners 		
and potential ways of maximising 			
funding from the sector

The Care Review highlights how health commissioners (and to some extent
social care commissioners) are increasingly looking for
evidence of how Acorns and providers like us are meeting statutory
responsibilities to individual children. Feedback from commissioners
suggests that while they instinctively believe this to be the case, that
evidence could be clearer.
In the commissioners’ focus group, and in interviews with other
stakeholders, the Review team heard largely positive views about the
impact that Acorns has on families’ lives and about its collaborative
relationship with the statutory sector.
Some anxiety was expressed by a minority of NHS commissioners whether
in their contributions to funding Acorns they were being asked to pay for
things that were not their responsibility, such as social care interventions.
A further issue of concern amongst commissioners is whether there is
sufficient transparency in terms of precisely how the needs of individual
children and families are currently being reported as met by Acorns.
Several commissioners suggested they would benefit from more detailed
information in this regard.

Implications
Statutory sources make up just over two thirds of Acorns income and there
is a potential opportunity to build on this given the expected increases
in the Children’s Hospice Grant (CHG). Increased NHS funding cannot be
taken for granted, however, as NHS England plans to change the way the
grant is administered. The feedback from commissioners outlined above
suggests that work may also be needed in order to maintain the current
level of investment through local grant agreements.
The desire of commissioners for more detailed information about Acorns
activity can be seen as being in alignment with NHS England’s national
plans. Such an approach is less based on the provision of beds and more
on the delivery of a wider range of activities to support children and
families. Together these developments make a strong case for organisations
such as Acorns to have effective and credible monitoring and reporting
arrangements.
They should not just demonstrate breadth and reach but be granular
enough to demonstrate how commissioners’ statutory responsibilities have
been supported.

This may shed light on the concerns expressed around how grant money
is spent. It may be the case that a perceived rather than actual lack of
transparency may make commissioners more inclined to draw their own
conclusions about the appropriateness of how grant money is spent. It may
be the case that commitment to continue with financial contributions from
commissioners can be shored up by changing how Acorns activities and
impact are communicated.

Whilst current systems at Acorns, in particular data stored on our
care database, are sophisticated and easily accessible, some potential
weaknesses have been highlighted. Some employees in focus groups and
challenge panel sessions suggested that the data did not reflect the full
range and extent of work carried out with families. They also said that the
framework used for assessing children’s dependency levels did not always
reflect the level of care that some children need.

However, with some commissioners suggesting Acorns may not be
competitive for some paid-for activities, pricing models may also be a
consideration.

The Care Review found that having a clear narrative and data on these
issues will be key in helping commissioners understand how resources are
being put to good use and of the degree of specialism and clinical input that
goes into short breaks.
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Challenges

3

Potential Solutions
There are three main potential areas for development that could address
some of the issues discussed above. These were all inspired or suggested
by commissioners and NHS stakeholders.
Firstly, as indicated above, there is a case for looking at further improving
Acorns systems for monitoring and reporting its activity. This area
for development was suggested by commissioners to support Acorns
communication of their work.
Commissioners suggested that they may pay for a wider range of provision
on a child-by-child basis if it were packaged and priced differently.

Challenges

One option for offering services at lower cost to commissioners could
include allowing paid-for-beds and other spot-purchased provision to
be charged to cover just parts of the service that fall clearly within a
statutory responsibility, with charitable funding providing for enhanced
aspects. Another option would be to develop a two-tier service to all
Acorns families (similar to Shooting Star Hospice) and for these tiers to be
used for the basis of spot-purchasing of beds.
Stakeholders, including some NHS partners encouraged a more
collaborative approach to seeking investment from the statutory
sector. Such an approach would see Acorns articulating its contribution
to a wider palliative care pathway for children and young people across
the West Midlands and working with colleagues in NHS Trusts to seek
investment in this provision at a regional level. This would help respond
to increasing expectations for regional and network-based planning and
delivery of palliative care. Feedback from challenge panel sessions was
generally supportive of developing partnerships with the statutory sector.
Some Acorns employees were keen however that we continued to act and
be seen as independent from the NHS.
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Summary

Summary of the Care
Review’s findings
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Criteria for accepting families
A concern about Acorns criteria heard by the Review team was in
regard to the age at which young people may stop accessing support.
Discussion with Acorns employees in challenge panel sessions made
it clear that, in terms of provision of hospice stays to over 18s, there
would be significant barriers in terms of registration, training and
insurance of staff. The benefit of such an extension of provision
would be limited by the fact that local adult hospices already cater
for those young people at the end of life. Support for young people
is therefore addressed in recommendation 1, in the form of an
enhanced, consistent offer from the Family Service Team.

Evidence considered in the Care Review largely reinforced our current
model of care. Whilst demand for hospice care may need to be stimulated
further, the Review team felt that demand for more support from the
Family Team is already there, and should be met by Acorns with increased
capacity in the near future.
The first recommendation below therefore looks at strengthening the
Family Team, whilst the third explores extending access to outreach
support. This does not mean shifting to a social palliative care model.
Hospice-based stays will remain the most significant contribution that
Acorns makes in terms of direct service provision to children and families,
and clinical specialism will be at the heart of this.

Role of the three hospices
Summary

Service model

Commissioners and NHS stakeholders did express some concerns
that Acorns may be working with a broader group of children than
they would want to fund and around the process for paid-for beds.
Recommendation 4 aims to support better communication of who
Acorns works with and the development of a new ‘Acorns Care’ tier
of support.

The Care Review looked at the prospect of developing a varied offer
or focus for each of the three hospices and this was discussed with
Acorns employees and stakeholders. This idea was discounted for a
number of reasons. It was felt the current mix of needs within each
hospice is seen as beneficial to families. Other hospices who have
developed this idea have not seen the expected demand as a result,
and it may increase families’ practical barriers to accessing care.
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Times of service availability
Several of the parents the Review team spoke to suggested they would like
it to be easier to access short breaks at the weekends and during school
holidays. In discussion with Acorns employees at challenge panel sessions
views were expressed that there may be a case for targeting capacity at times
of high demand. There were concerns, however, that asking staff to work
more weekends could have an impact on their retention. Data seen by the
Review team also does not provide evidence of higher occupancy at weekends.
Implementation of recommendation 5 will generate detailed evidence on which
to base a confident decision on this.

Relationship with statutory sector

Summary

The Care Review makes it clear that Acorns can only operate effectively when
it has a strong relationship with partners in the NHS. This is true both in terms
of maintaining the significant financial contributions of local commissioners and
in terms of ensuring families are referred to the service. However, Acorns also
has a responsibility to uphold high standards of care and a right to spend our
considerable charitable income how we believe it will best deliver our charitable
mission. The Care Review’s recommendations aim not just to strengthen
Acorns partnership with the NHS (recommendations 2 and 7) but also to clarify
relationships with NHS and local authority commissioners (recommendations
4, 6 and 7). This will be particularly important given the potential opportunities
through increased NHS investment in the hospice sector.

Partnerships with other providers
As part of strengthening the relationship with NHS providers, recommendation
2 advocates the creation of more shared posts to improve joined up care for
children and families. Partnerships with other providers will also be a key part
of implementing recommendation 1. This would include referrals to specialist
providers of bereavement support and mental health provision and to positive
activities for young people. Whilst Acorns may not directly provide the full
range of support families need, our standing, influence and central place in
families’ lives creates a responsibility to try to secure it.
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What the Care Review
recommends
The Care Review’s nine recommendations have been split into
two areas. Recommendations with a direct consequence on our
service delivery and a further five recommendations to support
implementation and further review.
Recommendations with a direct consequence on Acorns services:

1

2

		

3

4

Strengthen the Family Service Teams
Coordinate and jointly fund a network of clinical posts 		
shared with hospitals and community nursing teams
Consider running a pair of enhanced access pilots
Develop a ‘tiered’ approach to commissioners

Recommendations to support implementation and further review:

		

6

		

7

		

8

		

9

Create and continually review a robust clinical development
strategy across our three hospices
Review activity including bed occupancy and demonstration
of value to commissioners
Work with other providers to develop a shared vision for 		
children’s palliative care
Establish inclusive employee working groups to support key
areas of change
Develop five positive organisational characteristics
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5

Strengthen the Family Service Team

It was clear from the Review team’s
conversations with parents and employees
that the support offered to parents and siblings
was always welcome and could make a huge
difference to family wellbeing. They also heard
however, that Acorns employee capacity meant
that some aspects of support were hard to
deliver consistently, and that parents were
unsure how or where they would next be able
to access our support.
Strengthen the Family Service Team’s offer of
psychosocial support to families through:
•

An amalgamated region-wide team with
more capacity

•

Enhanced, transparent offers in relation to
transition and emotional and mental health

•

Designated leads for key aspects of nonclinical support, working across and beyond
the region-wide teams

•

A refreshed strategy for the contribution
volunteers can make to a consistent offer
of family support

Implementation of this recommendation
would involve putting in place strategies to
release and expand capacity in the Family
Service Team and to develop consistent quality
standards so that parents know what to
expect. To address capacity, the Care Review
suggests configuration and delivery models are
looked at first. Creating a single team for all
three hospices would allow for more flexible
allocation of capacity to meet demand and

reduce potential duplication in management
tasks and the development of resources (for
example activity packs).
Acorns employees have already seen some
success in the delivery of virtual sibling
support and play therapy and there are plans
to commence an online bereavement support
group. Learning from these experiences should
be used to identify activities that can continue
to be delivered virtually in the longer term,
releasing further capacity.
There were two key areas in which parents
sought a strengthened and transparent offer.
Firstly, emotional and mental health support,
including in relation to bereavement. Secondly,
support around transition, including preparing
for adulthood as well as the continuation of
psychosocial support and activities for young
people. The Care Review recommends that
designated leads are appointed for each of
these areas, to develop and support consistent
delivery of an enhanced offer, as well as other
areas of practice that could benefit from more
consistency such as sibling support.
The Review team also heard how volunteers
make a key contribution to the Acorns
offer of psychosocial support but that this
role is not always consistently supported
by the organisation as a whole. It will be
important that as part of implementing this
recommendation, the role of volunteers
is considered and clarified so it can be
accommodated through training and
development opportunities.
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1

Coordinate and jointly fund a 		
network of clinical posts shared
with hospitals and community 			
nursing teams

Barriers to families discussed in the Care
Review included a lack of awareness of Acorns
services and concerns from families that our
care teams would not be familiar with a child’s
particular needs. Acorns employees were
keen to address these issues, themselves
having seen anxieties in parents about
accessing hospice care and being aware of
the importance of getting to know a child to
provide them with the best care.
NHS stakeholders the Review team spoke to
were also supportive of a partnership approach
between community nursing teams and our
hospices to manage unpredictable demand,
particularly for end-of-life care. The Care
Review recommends that Acorns employees
in these shared posts would deliver care
alongside NHS colleagues but that their main
purpose would be to build relationships with
families and professionals.

This recommendation very much builds
on existing arrangements Acorns has with
Birmingham Women and Children’s Hospital
(BWCH) and community nursing, and is
developing with others such the Royal
Wolverhampton NHS Trust.
Implementation of the recommendation would
focus on formalising roles and arrangements
and extending them to hospitals and
community nursing teams in other parts of our
region. The Care Review suggests that any such
posts should initially be fixed term and limited
in number with extension of contracts and
further expansion of the network subject to
funding from NHS commissioners.

up by the NHS. This should of course
be done in partnership with NHS providers
and commissioners so that there is agreement
in principle to fund these posts after the initial
period.
One of the new relationships currently being
developed at BWCH is with the neonates team.
More work with neonates and their families was
considered as a potential area of development
for Acorns. The Care Review recommends
that the strengthened relationships with NHS
providers are used to understand more about
potential demand and families’ needs before
considering how Acorns services could be
enhanced to accommodate this.

An approach similar to that of the
establishment of MacMillan nurses could be
employed, where Acorns funds the post for a
fixed period before this responsibility is taken
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2

				

3

Consider running a pair of enhanced
access pilots

The Care Review recommends that enhanced access pilots at two of
our hospices would mean trialling a distinct expanded offer to support
the families of children with the most complex needs in access to short
breaks:
•

Offering Acorns outreach in a wider range of circumstances

•

Arranging transport to the hospice for day and night stays and
offering the facility to hand over care at home rather than at the
hospice.

There are some cost implications to making either or both of these
initiatives available to all of Acorns families. As pilots, these initiatives
would likely need an initial funding strategy and financial modelling
to confirm its feasibility. In the longer-term, funding from health
commissioners should be sought. For there to be a prospect of such
monies being forthcoming, Acorns would need to demonstrate that
those accessing the offer were benefiting from specialist clinical care
and symptom management.
NHS England are looking to direct funding in a way that is more
responsive to families’ needs and are planning to increase overall
investment in the sector. This may make enhanced funding for such
initiatives a possibility.
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Support with travel and extending outreach are two potentially
promising options to address the challenges some families face in
benefiting from short breaks. Offering a range of ways in which
short breaks can be accessed will allow Acorns to respond to a wide
range of family circumstances and needs. If successful, these pilots
will mean that more of the families on our caseload will seek and
benefit from short breaks, including those for whom the current offer
is not accessible. A key consideration will be the extent to which
the pilots successfully make support available to families from lower
socioeconomic groups.

The Care Review found that commissioners
expressed interest in the spot-purchasing of
short breaks and activities that were costed to
reflect the specific facilities or care that was
required. They also expressed concerns that
some of their statutory funding may be used
for services and children that would not fall
within their responsibilities.
Distinguishing between children who are
receiving Acorns full package of support from
those receiving a discrete or limited service
could:
•

Provide an opportunity for commissioners
to spot-purchase limited provision without
diluting Acorns standards and reputation
for high quality care. This might include
social care commissioners purchasing
access to Acorns facilities (such as the
hydrotherapy pool) for disabled children
or an NHS Commissioner paying overnight
stays at a reduced cost for a child bringing
their own care staff. Providing for such
arrangements under a distinct tier of
support could help communicate to families
and funders the differentiated relationship
they have with Acorns to that of families
accessing the full offer.

•

Create a strategy for communicating to
commissioners Acorns work with children
who may not meet statutory thresholds
for support, but who we wish to deliver
services to, funded by charitable income.

•

Create a strategy for communicating to
families what support we may be able to
offer. For example, those not in the Acorns
care category could be prioritised for
access to the enhanced offers described in
recommendations 1 and 3.

Section title

Develop a new ‘Acorns Care’ tier of support

Whilst this recommendation is primarily built
on feedback from commissioners rather than
families, there should be wider benefits to
taking this forward. With commissioners more
confident of value for money, and more options
for spot purchasing, Acorns should attract
more statutory funding and contact with more
families. This could mean more families being
able to access our full offer of support. The
scope and detail of how this recommendation
is best taken forward should be informed
by learning from the implementation of
recommendations 6, 7 and 8.
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4

Recommendations to support implementation and further review

Thanks to our unique role in caring for children
with the most significant clinical needs it is
important to ensure our employees have the
expertise and experience to deliver care to
them, continually responding to how needs
that present in this cohort evolve over time.
As noted earlier, there is a trend of such
children and young people surviving longer and
therefore we will likely see increasing demand
for highly specialist care.
The Review team heard from Acorns
employees that there are a number of
challenges in maintaining highly specialist skills
within a small hospice-based team. This is
therefore an area that will require significant
strategic attention for the foreseeable future.
A pan-Acorns approach would help to
maximise and strategically target personal
development, experience and training
opportunities for clinical teams so they can
most effectively respond to children’s needs.
The Care Review suggests we may wish to
consider how employee structures can best
facilitate the development and oversight such a
strategy through centralised clinical leadership
for example.

6
Review activity including
bed occupancy and
demonstration of value to
commissioners

As highlighted earlier, commissioners’ current
and likely future expectations of the hospice
sector involve more granular reporting
of activity as part of accessing statutory
funding. This, coupled with the need to better
understand bed occupancy and capacity,
means there is a case for further developing
systems for activity monitoring and reporting.
The review of activity monitoring should
involve looking at metrics for bed occupancy,
including how children’s dependency levels
are assessed. This should develop clear
shared expectations of realistic maximum
capacity at each of our hospices. It should also
consider how activities can best be reported
to commissioners. The Care Review advises
that Acorns consult with commissioners on the
activities and metrics that are most relevant to
their responsibilities and priorities. Any revised
system should aim to reflect the full range of
our contribution to child and family outcomes
to all funders, supporters and stakeholders

7
Work with other providers to
develop a shared vision for
children’s palliative care
NHS England’s approach to planning and
procuring children’s palliative care is expected
to have an increased regional focus, drawing
on the expertise and services of a range of
providers. To maintain our leading role in the
sector and ensure opportunities for increased
NHS investment are realised, it is vital that
Acorns is part of this conversation. Acorns
already acts as a key partner in hosting and
providing the administrative support for the
West Midlands Clinical Network for Children’s
Palliative Care.
The Care Review recommends that time
should continue to be invested in developing
relationships through this forum as it develops
a more significant decision making and
coordinating role. The relationships developed
will also support the implementation of
recommendations 1 and 2.
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5
Create and continually
review a robust clinical
development strategy across
our three hospices

8

Establish inclusive employee working 		
groups to support key areas of change

The Care Review assessed the mood and motivations of Acorns employees
and highlighted the importance of valuing their expertise in any change
process. To put this into practice, the Review recommends the creation of
a set of working groups of employees from across all disciplines, levels and
all three of our hospices. These working groups would be focused on key
areas of practice development and would be tasked with gathering evidence,
expertise and ideas to support the implementation of any recommendations
taken forward from the Review.

9

Develop five positive organisational 			
characteristics

In developing their findings from the Review, the Review team identified
a number of organisational principles which it suggested Acorns would
benefit from promoting in any long-term strategy. The themes, alongside
the further evidence gathered and consultation carried out, guided the
development of the Review team’s recommendations. Readers of this
report will see that the recommendations, in combination, clearly aim to
promote these principles. The Care Review suggests that Acorns continues
to bear them in mind in the implementation of the other recommendations
and considers them as a potential framework for future strategies:
Responsive - Meeting families’ evolving needs and preferences

Integrated - Strengthening relationships with other professionals and
organisations supporting children with life-limiting conditions
Transparent - Able to demonstrate value to commissioners on a child-by-child
basis and ensure families understand what they can receive
United - Maintaining and strengthening relationships within the Acorns
team and ensuring employees and volunteers feel motivated and supported.
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Efficient - Supporting as many or more families, and as effectively, with the
same or less resource

What happens next?
When Acorns commissioned the Care Review, we wanted an expert and
independent analysis of the work we do. A foundation from which we
could build. The Care Review has been completed and its findings and
recommendations presented to us. The next natural question is, ‘what
happens next’? How we respond is crucial.
The Review is highly positive about Acorns and the importance of the
services we provide. It recognises that Acorns is not only a responsive
organisation, but we put children and families first – a principle which the
charity has prided itself on for over 30 years. If we are to remain true to
this principle, we must be open and responsive to what the Review says.
Whilst recognising we have three excellent hospices, that our hospice and
community teams provide vital, high-quality clinical and psychosocial care,
the Care Review concludes that our work could be more consistent across
the region, our three hospices and in the community. Wherever a family
may be – from Walsall to Gloucester, Warwick to Wolverhampton – they
should expect to receive the same level of service.
We have already started the process of responding to some of the Review’s
recommendations. To help address the issue of consistency we are moving
towards a de-centralised Care management structure across our hospices.
Two Deputy Director roles have been created, one for Clinical Services and
one for Family Services, with overarching responsibility for everything that
Acorns offers families, both within the hospices and in the community.

When it comes to the statutory organisations supporting Acorns, we will
look to improve the way we communicate, ensuring we provide all the data,
detail and information these organisations need to build a clear picture that
accurately reflects the impact of our work.
There would be no Acorns without our phenomenal team of volunteers and
we will also be looking at ways we can make the most of their incredible
commitment. We will also be looking at our workforce and how we can
improve opportunities for development.
This is just a flavour of some of the projects that will develop over the
coming months as society recovers from the effects of the pandemic.
Recent world events have demonstrated that organisations like ours
are indispensable. Without the support of Acorns in their hour of need,
children and families would have few other places to turn.
This is an exciting time for Acorns. The Care Review has given us a
foundation on which to build, to ensure we remain true to our Vision,
Mission and Values and continue to be there, for all the children and
families who need us, now and long into the future.

Emma Aspinall

Acorns Director of Care

Once these roles are in-place and embedded, we will move forward on
some exciting bespoke workstreams that will look at progressing some of
the recommendations from the Care Review.
There are workstreams that will help us address the potential barriers
families may face in accessing Acorns and increase our reach to those who
needs us. We will be looking at how we embed transition into our existing
services and will further cement our links to local hospitals to reach even
more families and ensure external professionals working with children and
families understand the services Acorns provides.
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