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Background 
The Demos report Dying for Change1, commissioned by 
Help the Hospices and published in 2012, highlighted that 
hospices will need to adapt to meet the challenges and 
opportunities facing them in the next 10-15 years. In order to 
address the challenges highlighted by Dying for Change. 
Help the Hospices established the Commission into the 
Future of Hospice Care to enable a deeper exploration with 
the sector of these issues with a view to enabling hospices to 
be better equipped to address these challenges within their 
own organisations.

 “The Commission into the Future of Hospice Care seeks to 
create lively debate and critical consideration of the options 
facing hospices.

Opportunities exist across the UK to improve the experience 
of people who are approaching the end of their life, and that 
of their families and carers.

Help the Hospices believes that hospices have a significant 
role to play. We have established the Commission so that 
hospices are informed about the opportunities available to 
them to make this difference in the future.

The Commission is also considering how hospices need to 
develop over the next three to five years to be prepared for 
the challenges facing them in the future. It is acknowledged 
that there is no single optimum model for hospices, so a 
menu of options will be offered instead.”

You can find out more about the Commission and its work 
by visiting www.helpthehospices.org.uk/our-services/
commission/.

Implications for the children’s  
palliative care sector
The work of the Commission and its emerging findings serve 
as an imperative for children’s hospice and palliative care 
service providers to now look forward and consider how to 
deliver the best possible care and support to children, young 
people and families into the future. The children’s hospice 
and palliative care landscape is ever changing. Advances 
in medical science, changes in demography, new funding 
models and the changing expectations of children, young 
people and families demand that we reflect and examine 
whether our services are sustainable, relevant and ready for 
the future. 

In July 2013 Together for Short Lives, working in close 
collaboration with the Commission into the Future of Hospice 
Care, hosted an event for children’s hospices and players 
from the wider children’s palliative care sector to address 
the emerging findings from the Commission and to enable 
discussion and debate about the implications for children’s 
hospice and palliative care.

The event, called The Future of Hospice Care: Implications for 
the children’s hospice and palliative care sector was attended 
by 70 representatives. These included CEOs and senior 
professionals working in children’s hospices and children’s 
palliative care voluntary agencies; together with leading 
doctors and nurses consultants, colleagues from Help the 
Hospices, and Together for Short Lives staff and trustees and 
President, Professor Sir Alan Craft. A full list of delegates can 
be found in the Acknowledgement Section on pages 4-5.
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The event’s aims were to:

1.	 Raise awareness of the emerging findings of the 
Commission into the Future of Hospice Care.

2.	 Stimulate discussion about the future of children’s 
hospices and other services within the children’s 
palliative care sector.

3.	 Consider what the future looks like for children’s 
hospices and the wider sector, and identify challenges 
and opportunities.

4.	 Identify what actions are required by children’s hospice 
services at Board and Senior Management Team level, 
working in the context of the wider children’s palliative 
care sector. 

5.	 Identify actions for Together for Short Lives and other 
national bodies.

The day sought full participation of all delegates. A cabaret 
style venue enabled delegates to work in small groups and 
their discussion and emerging thoughts were captured on 
iPads. This data was collated and channelled into later 
plenary sessions. 

Speakers and a panel discussion provided delegates 
with thought provoking presentations that challenged 
conventions, encouraged debate and a diversity of opinion 
about the challenges being faced by the children’s hospice 
and palliative care sector. 

Barbara Gelb, Together for Short Lives CEO, opened the 
day, urging delegates to treat the event as an opportunity 
to consider whether their organisation was indeed viable 
for the future, in the light of changing demographics, a new 
economic landscape and evolving thinking about models of 
children’s palliative care. 

“Everyone working in children’s hospices and the wider 
palliative care sector must take the opportunity to think 
about what needs to be done in their organisation and 
as leaders to ensure their organisation is viable into the 
future.” 
 

The day’s discussion, findings and recommendations for the 
future are recorded in this report. It is structured around the 
event’s programme (see page 19) and includes highlights 
from each plenary session and a summary of the issues 
addressed by the panel. It also includes outline priorities 
for children’s hospice and palliative care services reflected 
in feedback from group discussions and via iPads. This is 
organised around six themes: 

• The core service offer
• Workforce development
• Partnership working and integration
• Volunteers and community
• Developing an evidence base
• The role of national organisations. 

This report is intended to act as a key resource to support 
and encourage the Boards and executive teams of individual 
children’s hospice and palliative care services to attend to the 
strategic challenges and opportunities that the sector now 
faces as it seeks to be sustainable and viable into the future. 
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What does the future look like? 
Dr Richardson set out the progress with the work of the 
Commission into the Future of Hospice Care and its emerging 
findings, to challenge hospices to look at their services and 
how they might need to change in the future.

“The Commission presents fantastic opportunities for the 
sector, but also presents genuine challenges which all 
organisations must tackle if they are to have a future in 
10-15 years time.”

This presentation outlined the emerging findings from 
the Commission and the changing context in which adult 
hospices are working, much of which applies equally to 
children’s hospice and palliative care services. The main 
drivers for change were:

Demography and epidemiology

The palliative care sector needs to be ready to meet 
the needs of an increased population characterised by 
significantly more elderly people, living longer with more 
chronic illness and less access to informal carers.

Technology

“We would be crazy not to recognise that what we do in 
social and practical care could be done by other means.”

The sector needs to embrace technology, for example 
telemedicine and robotics over the next decade. 

Financial

The health sector as a whole is already feeling the pinch 
from a reduction in statutory funding. Many hospices are 
struggling to come to terms with significant cuts in this most 
important funding stream and are already doing a good job of 
maximising what they get from engaging with communities.

The Skills for Health report; UK Sector Skills Assessment 
20112 sets out three scenarios – each of which recognises 
that reduced resources will be a feature in 10 years time. 

• �Competition
 �All hospices have to realise that the time for competition is 
ripe and their days of automatically being the key providers 
are over. The private sector can make very real offerings 
to Clinical Commissioning Groups and to patients directly 
and on a strictly financial basis it is often not possible to 
compete with some of these providers and their business 
offering.

• �Societal shifts
 �Everyone working in the hospice sector must be aware of 
the real changes in choice and care that service users want 
– this applies to children, young people and their families 
as well as to adults. This is a reflection of a society which 
increasingly expects to have choice in almost everything. 
Patients no longer feel bound to do what they are told 
and are taking control. An example of this is the growing 
number of patients prepared to be involved in drug trials 
– taking their own risks where they feel it is appropriate, 
rather than what is considered by professionals to be in 
their best interests.

• �Policy shifts
 �Hospices need to look closely at, and consider, integration 
by moving away from the silo working model and towards a 
workable integrated style of working. Hospices also need to 
be more focused on demonstrating improved outcomes for 
patients, as this approach will be key to how funders make 
decisions. 

There are also ongoing challenges which have not changed 
in recent years and indeed may not change for some years 
to come. For example, death and dying remains a taboo for 
many, particularly in children. So the sector must find ways of 
helping people talk more openly. 
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2. www.skillsforhealth.org.uk/component/docman/doc_view/
327-sfh-full-uk-sector-skills-assessment-2011.html

Dr Heather Richardson
National Clinical Lead at Help the Hospices and 
Executive lead for the Commission into the Future of Hospice Care



Coordinated care

“Hospices have to think about retaining independence 
whilst also becoming integrated, and if there is to be a 
real choice of place of care, then models of coordinated 
care need to be strong.”

Home remains the preferred place of care for most people, 
but without the right models of well coordinated care, which 
remain elusive; people’s wishes will remain unfulfilled. 

The Commission asked the public what they valued most 
about hospices and what differentiates them from other 
healthcare providers. Most of the answers were characterised 
by the relationships people formed, whether that was 
because patients and families were made to feel like they 
really mattered or because staff ‘went the extra mile’. 
Hospice care was most valued by the elderly. 

However, the findings were not wholly positive and included 
some serious criticisms which need to be taken very 
seriously. These included:

• Hospice care is very expensive
• Hospices don’t care for the majority
• Hospices are not part of the mainstream
• Patients are cherry picked
• Hospices can behave in a paternalistic way
• There is little evidence to support their work
• Hospices are service driven and not user focused. 

Key actions

“Hospices must think hard about how they care for more 
people with the same or fewer resources and do so by 
thinking creatively and differently.” 

Hospices have to take notice of these challenges and 
criticisms. If they are to thrive in years to come, the sector 
needs to think radically at every level, from national to 
regional and local, from boardrooms to senior executives 
teams, through to individual staff. 

To make the most of opportunities in the future, we must 
work together and in addressing the changes now required 
we must retain the spirit of independence and innovation 
which is so important to the hospice sector. 

A flexible workforce is absolutely central to facing the future, 
and more work needs to be done to achieve this in both the 
children’s and adult sector. We also need to improve the 
evidence base in order to provide proof of an organisation’s 
value and worth.

The sector needs to: 

• Take control
• Listen and respond to what patient’s need and their choices
• Consider the population’s needs
• Be radical
• �Employ a multi-level approach – sector, organisation, board, 

team and individual level.
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Numbers, needs and preferences: a 
children’s palliative care perspective
Dr Hain set out his perspective and vision for how medical 
care should be provided to children and young people living 
with life-limiting and life-threatening conditions in the future.

“We are a very long way from being able to offer children 
the same access to the best quality palliative care that 
adults can already expect.”

Specialisation

Providers of paediatric palliative care need to have a broader 
understanding of what specialisation really means in the 
context of children’s palliative care. It is about having the right 
breadth as well as depth in specialist skills. Providers need 
to be able to deliver a wide ranging set of services across 
their multi-disciplinary team as well as providing access to 
consultant level medical expertise. 

All the levels of medical expertise need to be available to all 
children because they will use a range of services differently 
and at different times over the course of their illness, from 
the generalist support of a GP; care from a paediatrician or 
a paediatrician with a special interest in palliative care; all 
the way to a specialist palliative care consultant. The ideal 
scenario is to have the full range of services and access to a 
high level of expertise.

Services

The report by Fraser and colleagues published in 20113 
found that for every 100,000 children that attended hospital, 
400 had potentially life-limiting conditions. This challenges 
the ‘myth’ that life-limiting conditions are extremely rare 
amongst children. It was argued that given this new evidence 
of much higher prevalence levels, that paediatric palliative 
care consultants should be in proportion with the number of 
adult palliative care consultants. The actual number of adult 
palliative care consultants is 434, while there are just 15 
paediatric palliative care consultants. 

“There are only 15 paediatric palliative care consultants. 
That’s the same as the number of adult consultants 
working in Dorset.”

It is difficult to explain the huge disparity in numbers of 
consultants in children’s and adult’s palliative care. This 
is partly explained by the fact that general paediatricians 
provide a level of specialisation in caring for children, which is 
not matched in adult medicine. It is also the case that many 
children and young people with life-limiting conditions have 
long periods when they are relatively stable and do not need 
specialist consultant input.

However it is also the case that children are less likely to 
receive GP support, as many GPs do not have a significant 
input in to the care of these children and in general, children 
spend five times longer under the care of a specialist 
palliative care consultant than adults. Additionally, although 
the absolute number of deaths amongst children is less than 
with adults, children tend to have more unpredictable end of 
life episodes and many children have several episodes where 
it appears that they are at the end of life. The same level of 
support needs to be available for each of these episodes, 
whether or not the child actually dies. It is therefore important 
to plan for services based on the number of children and 
young people living with a potentially life-threatening 
condition, rather than the numbers of children who die. 

In order to prepare for the future challenges in specialist 
palliative care, the sector needs to understand that the range 
of skills and the extent of those skills are equally important if 
we are to offer children and families the support they need in 
the future. 

3. Life-limiting and life-threatening health conditions in children and young 
people in the United Kingdom; national and regional prevalence in relation to 
socioeconomic status and ethnicity. Final report for Children’s Hospices UK, 
2011. Fraser et al, Division of Epidemiology, University of Leeds, 2011.

Dr Richard Hain 
Lead Clinician, Welsh Paediatric Palliative Medicine Network,  
Children’s Hospital, Wales



The panelists
Nuala O’Kane
CEO, The Donna Louise Children’s Hospice Trust

Tracy Rennie
Director of Care, East Anglia’s Children’s Hospices (EACH)

David Pastor
CEO, Claire House Children’s Hospice

Peter Ellis
CEO, Richard House Children’s Hospice 

The panel members were presented with a series of questions 
about the sector’s preparedness for the challenges it faces, 
the models of care required and how those can be provided 
into the future. This account provides a brief summary of the 
discussion and responses from the four panelists.

Nuala O’Kane 
CEO, The Donna Louise Children’s Hospice Trust

“...often heard phrases like ‘that’s not what we do here’, 
or ‘that’s not what we do best’, should be banned as they 
mire the sector in feet of clay.”

The children’s hospice sector is more than ready for change 
and for providing more services for more children, young 
people and families. The sector has done nothing but change 
to meet the needs of families for 20 years, broadening criteria 
and age ranges. However, the sector shouldn’t disregard 
the fact that some of the changes could be very challenging 
and might meet opposition from within, from people who 
want stability and find change uncomfortable. Staff must be 
imbued with a positive attitude and preparedness for change.

Children’s hospices need to challenge themselves all the 
time, questioning their models and their effectiveness and, 
crucially, how they can reach the population who are not 
currently using hospice services.

To manage the predicted expansion in numbers of children, 
children’s hospice services now need to re-think their 
provision, adopting a more flexible model to all service 
provision, and in particular review delivery of respite care and 
the one-to-one model of care.

We have to find ways of responding to shrinking budgets: If 
we find commissioners are very clear about what they’ll pay 
for, then we must be prepared to be nimble so that alongside 
commissioned services we provide some of the additional 
services as part of our charitable provision.

Tracy Rennie 
Director of Care, East Anglia’s Children’s 
Hospices (EACH)

“Hospices should resist all temptation to compromise 
on quality.”

Future services and funding for these services should be 
based on the child’s and family’s needs rather than bed 
occupancy. Robust evidence is required to establish the level 
of need to inform the right services to meet this need. 

We need a flexible model of care to meet need. For example, 
the one-to-one model of care is non-negotiable for many 
children with complex needs. Others may need two-to-one 
or in some cases three-to-one depending on the complexity 
of care required by some children and young people with life-
limiting or life-threatening conditions.

Children’s hospices should be proud of the quality of care 
they provide and can demonstrate their value by showing 
that their service is markedly different to that provided by 
generalist services. While private providers may be able to 
undercut children’s hospices, they may not be equipped 
to provide the specialist care required and there are known 
examples of them coming to hospices for help, six months 
into a contract. 
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David Pastor 
CEO, Claire House Children’s Hospice

“Go out and find the children not currently accessing 
hospice services.”

Children’s hospice services now need to make a paradigm 
shift in their approach to the development of their services, 
and address four key challenges:
 
• �To populate their organisations with staff who can deal with 

change.

• �To sweat their assets to make the maximum difference to 
children and their families.

• �To go out and find the children not currently accessing 
hospice services.

• �To stop providing services where they are not working, and 
develop services to replace them, rather than constantly 
building new layers on existing services. 

Peter Ellis 
CEO, Richard House Children’s Hospice 

“There is no room for complacency in the sector. 
Although children’s hospices remain high profile, they are 
very expensive, reach only 16% of the children and young 
people patient population and only give them a small 
fragment of support throughout their lives.” 

There are three possible solutions for responding to the 
changing needs of children and families:

1.	 Children’s hospice services cannot meet the challenges 
on their own and must work together and with other 
partners, establishing networks which can provide 
learning and development resources for other 
professionals to tap into, as well as a 24 hour advice 
service. To do this, children’s hospices will need to 
develop expertise, sustainable approaches, make staff 
more resilient and recalibrate resources. 

2.	 Community engagement – communities are a hugely 
untapped resource and have a large stake in the lives 
of the children that hospices are caring for. Children’s 
hospice services can provide better support to the 
community and empower them to help people support 
each other. But children’s hospices will need to be 
prepared to let go and hand over some power if they are 
to commit fully to a whole community approach.

3.	 Children’s hospice services should consider formal 
collaboration with other hospices to maximise resources 
and should contemplate merger, where appropriate.

Audience questions and comments
There were a number of questions and some challenging 
comments from delegates in response to the panel’s 
contributions which are summarised below:

• �Children’s hospices need to adopt a more can-do attitude.

• �Children’s hospices and other services should review their 
referral criteria and consider why they refuse referrals and 
what they can do to change. Some examples cited of 
referrals refused by children’s hospices included: 

 - not having staff with skills to manage a syringe driver 

 - �a reluctance to take a referral unless they were at end  
of life 

 - �a reluctance to admit a child at the end of life because the 
hospice had already had too many deaths recently. 

• �Children’s hospices should ensure they provide a service 
that isn’t available elsewhere if they wanted to be regarded 
as a specialist service. 

• �Children’s hospices need to learn to manage demand and 
assess their priorities.

• �Children’s hospices should concentrate on providing 
specialist, complex care rather than focus so much  
respite care. 

• �All children’s hospices should engage more with networks 
in order to enable children’s palliative care integration and 
to support effective commissioning.

• �There are some good examples of the children’s hospice 
workforce being ready for change and this attitude should 
be encouraged. 
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“If we do something of which we are proud, ask: 
‘are we doing it alone?’ If so, then there is something 
else we can do.”

“The sector should imagine what it can achieve by 
working together more closely. But the sector must 
take the opportunity now, or risk its future.”

Robin Knowles called on the children’s hospice and palliative 
care sector to embrace four key things, emphasising 
the responsibility that leaders now have to embrace the 
opportunities presented by the emerging findings of the 
Commission:

1.	 Endeavour to hear what children, young people and 
families want. 

2.	 Look to the future together. There is no room for any 
organisation to work in isolation. The future is about 
working with others. This applies across the board and 
doesn’t just involve professionals; it should go right 
across community, the health sector and beyond.

3.	 Engage with national bodies like Together for Short 
Lives and Help the Hospices. These organisations can 
add value to the efforts of their members and play a 
fundamental part in the future. By working with them, the 
sector will make an even greater contribution. 

4.	 Share internationally. The UK has so much to offer the 
rest of the world. Equally, we can learn a great deal 
from the experience of children’s palliative care services 
around the world. The service, ehospice news, operated 
by Help the Hospices, is an excellent example of how to 
do this. 

 

Preparing for the future:  
Some principles
This presentation offered some principles to help support the 
children’s palliative care sector to respond to some of the 
future challenges. 

“Hospices need to assess what they do best in order 
to best prepare for a future of increased need. That 
means clarifying what your core products are and 
potentially letting some things go to ensure what you 
deliver is of the highest quality and can be delivered in 
a sustainable way.” 

Hospices need to listen to and negotiate with their local 
partners and providers when defining their future offer. Some 
hospices might feel uncomfortable operating in this way as 
it can appear less certain, but it holds the key to improving 
services. While these negotiations will be conducted on a 
local level and with the aim of meeting local need, there 
should be a national lead to provide a common thread for 
partnership working.

Six operating principles
1.	 Undertake rigorous strategic analysis and planning 

Without sufficient data hospices will be unable to meet 
demand or even start the planning process. Good data 
and evidence will help hospices show commissioners the 
benefits of their service.

2.	 Think beyond what hospices currently do and 
consider other models and partners 
Hospices may have to consider ‘stripping away’ some 
services to focus on what they do best and what is most 
needed. Hospices need to clarify their offer. This is an 
important issue that cannot be ignored. If hospices can’t 
do everything then they have to work to establish their 
best contribution. 
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3.	 Develop strategic partnerships 
Hospices need to engage in meaningful conversations to 
ensure greater clarity about what we might do in future. 
This will require a different culture, learning to become 
the best partner and collaborator, and being prepared to 
give up some things.

4.	 Develop capabilities of the workforce 
If hospices can successfully identify future need then 
they are in a position to identify the right people to 
provide for that need. Hospices will need to attract and 
grow a confident and skilled workforce; investing in 
system-wide staff development and enabling staff and 
volunteers to work across a dispersed system of care.

5.	 Promote, inform and support choice 
This is a really challenging issue. Hospices need to 
consider the difficult question of personalisation and 
whether they should provide everything people ask and 
question whether paying clients have precedence over 
those who do not pay. 

6.	 Develop a clear story about the value of hospice care 
The sector needs to develop a clear narrative for the 
future of hospice care. Without this clarity the public and 
even staff working within them won’t understand and will 
struggle to achieve their goals.

Four ‘domains of uncertainty’

1.	 Establish the focus of contribution 
Hospices need to look at the services they are delivering: 
a 24/7 service; support across the family; managing 
transition; managing death and dying; and acting as a 
point of navigational support. They need to consider 
if they should provide a combination of all of these, or 
focus on one or some of them.

2.	 Establish a sustainable model of funding 
The sector needs to develop cross hospice partnerships 
to provide greater cost effectiveness; negotiate new 
outcome based contracts; explore social enterprise 
models of development; develop partnerships with 
statutory or private providers; and prepare options that 
can attract social and other new forms of investment.

3.	 Build credible engagement 
Hospices must collect and share data to demonstrate their 
expertise and value; develop a collective and authentic 
voice that reinforces local discussions; share their story 
with users, supporters, staff and trustees; demonstrate 
benchmarking to illustrate effective use of resources; and 
show the flexibility to respond to local needs.

4.	 Driving the capability to deliver 
Hospices need to develop the role of the volunteer 
workforce as this is unique to the sector and should 
be developed. They should also identify and grow a 
confident and skilled workforce; enable a clear sense of 
direction for trustees, supporters and partners; invest in 
system-wide staff development and system-wide data 
to support the best possible care; and enable staff and 
volunteers to work across a dispersed system of care.
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Delegates were asked to contribute their ideas via their iPads 
on how best hospices could prepare for the future and meet 
the opportunities and challenges presented by the changing 
needs of children, young people and families. Delegates 
worked in small groups to respond to speakers’ main points 
and to identify key issues that now need to be addressed by 
the children’s hospice and palliative care sector.

Six key themes 
The key issues that emerged were grouped into six themes 
as follows: 

1.	 The core service offer
2.	 Workforce development
3.	 Partnership working and integration
4.	 Volunteers and community
5.	 Developing an evidence base
6.	 The role of national organisations 

1. The core service offer
“We can redefine what we’re here for – really think about 
what we should be doing.”

“We need to be clear about the core offer of service 
provision and make that decision in partnership with 
stakeholders.”

“Hospices need to review their ability to reach the number 
of children who could use their services – currently 
restrict access by own criteria or its interpretation.”

• �More focus on specialist hospice at home models present 
an opportunity to provide cost effective comprehensive 
coordinated care.

• �Assess how to strike the right balance between providing 
services in hospices and in the community.

• �Children’s hospices need to prepare for personal budgets 
including considering where to draw the line regarding 
families paying from their own resources.

• �We need to decide where resources should be spent – 
hospice or community? Ideally funding for pilot projects 
should be longer in order to gather the evidence to 
demonstrate.

This issue raised many questions about the future of 
children’s hospice and palliative care services:

• �If we focus on end of life care do we risk becoming too 
specialist and out of touch with what the families want 
which feedback shows is respite?

• �Can we re-prioritise our services? Should we focus on end 
of life and emergency care as the priority and only provide 
respite if the resources are available?

• �Why can’t expert ‘respite’ care for children with complex 
needs be the core deliverable of hospices?

• �The likelihood is that children’s hospices will end up 
prioritising those in most need which means less and less 
respite and more and more like mini hospitals – after all we 
cannot be everything to everybody. Will we end up cherry 
picking like adult hospices?

• �Are bricks and mortar/hospice buildings obsolete? The cost 
of every bed could fund four community hospice at home 
nurses which could enable far more care for more people.

• �Is it sustainable to offer the core service well and provide 
the ‘extra mile’ service as well?

• �Palliative care for children is about more than the last days 
and weeks of life. How can we benefit those who are not 
dying?

• �Should we change the public perception that hospices 
are just for dying when most work is about providing 
appropriate care for children to live – but would this present 
a problem for fundraising? 

• �What are we offering and to whom? – we need to ensure 
our criteria for accessing services are based on what the 
children and families need.

• �How can we move away from providing luxury/‘nice 
to have’ services for the few, to providing the key care 
services to the many? 
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2. Workforce development
“We need support and a national strategy to provide the 
best, most appropriate training.”

“Think twice before committing to a future based around 
specialists – need to get the balance right.”

Linked to this discussion about what the core children’s 
hospice and palliative care offer should be, the issue of an 
appropriate workforce provoked significant debate. Delegates 
were split between the need to develop more services run 
by specialists and the need for less medicalised models of 
provision based on the need for respite. 

• �Think creatively about developing a workforce that is 
flexible enough to meet the changing needs of children  
and families.

• �Ensure staff are working where they are most needed.

• �Change the culture of the workforce and address the 
attitudes of some staff who may have been in post a long 
time and be more reluctant to change. Establish a more 
‘can-do’ attitude across services. 

• �Seize the opportunity to address the workforce shortage, 
for example nurse recruitment and specialists.

• �Consider the dilemma of focusing on end of life care and 
the risk becoming too specialist and out of touch with 
families’ strong desire for respite.

• �Consider how we respond to growing demands on 
children’s hospices to provide medical expertise to support 
children coming out of hospital to die. Do they have the 
expertise to provide this service? 

• �Think about the mix of skills required to provide more care 
at home as well as specialist resources in hospital. 

• �Hospices should consider the skills of befrienders – experts 
for the many rather than specialists for the few.

• �Encourage nurses to develop expertise in palliative care, 
even though this may be a challenge.

3. Partnership working and integration
“Need to get collaboration and partnership right in order 
to ensure best use of resources of each partner ensuring 
complementary services not competing services.”

“Hospices need to continue to develop and deliver the 
pathway approach and must support the integration of 
the health economy, where needed, to do this.”

• �Hospices should work together to deliver services and 
training and development, sharing experience and expertise 
with one another.

• �Work in partnership with relevant stakeholders to develop 
clarity about the core service provision offer. 

• �Be prepared to let go of some independence when working 
with partners.

• �Consider referring to other hospices when they are best 
placed to provide the required service or care.

• �Consider sharing resources and skills across organisations, 
starting with back room services initially, and move towards 
sharing clinical expertise.

• �Hospices should be more proactive about integration and 
not isolate themselves – they need to be at the centre of 
driving better integration and not on the periphery of it.

4. Volunteers and community
“Need to consider volunteering strategically and invest in 
development of new approaches.”

• �Champion the vital and developing role of volunteers and 
consider them as a key part of the workforce.

• �Develop a resilient and competent staff group, including 
volunteers, with a flexible and can do approach to deal 
with the changing social and medical needs of children and 
families. 

• �Consider using trained volunteers in the direct delivery of 
care as well as supporting the diverse range of individuals 
and groups within the wider community. 

• �Consult volunteers and the community about what they 
want and need.
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5. Developing an evidence base
“...we need reliable data to structure our services in line 
with need. To establish who are the children and what 
are their needs?”

• �Identify where the children are, respond to need and help 
plan services appropriately.

• �Work in partnership with others to gather the best data and 
share it across the sector.

• �Increase the collective impact of children’s palliative care 
services.

• �Collect qualitative and quantitative information so we can 
record the outcomes for children and their families.

6. The role of national organisations
“Hospices need support from national organisations 
like Together for Short Lives, Help the Hospices and the 
Association for Paediatric Palliative Medicine (APPM) in 
developing national strategies and messages.”

• �National organisations like Together for Short Lives, Help 
the Hospices and APPM should take the lead in developing 
national strategies and messages. 

• �Support and give a lead to children’s hospices to challenge 
the current roles of volunteers.

• �Help children’s hospices to engage with the national 
agenda.

• �Take the lead on workforce planning.

• �Develop national/international messages about the role of 
children’s hospices. Use these themes to help individual 
hospices to clarify their unique selling point.

• �Influence policy and share information regarding national 
statutory guidance.

• �Facilitate a national research strategy and data collection 
programme on outcomes.

• �Share examples of good local practice. 

• �Be visionary and ensure engagement with the national 
agenda around children’s palliative care and children’s 
hospices.

• �Encourage debate and discussion about some of the more 
demanding ethical issues of always ‘treating when we can’.
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A key message from the event is that there is a responsibility 
for all those within the children’s hospice and palliative care 
sector to seize the opportunity to look ahead and consider 
how we can ensure that the sector is equipped to develop 
and deliver the best possible care and support to children, 
young people and families within services that are fit for the 
future. Leaders, strategists and those with a governance 
role must lead the way in their respective organisations by 
stimulating debate at every level in order to explore the best 
way of being prepared for the future delivery of services. 

The discussions and debates within the event demonstrated 
the sector’s desire and commitment to engage in a very 
real way with these issues. The day’s activities and debate 
show that there is clarity about the need for change in 
some spheres, such as the core service offer; workforce 
development; strengthening the evidence base and data 
gathering; smarter engagement with volunteers and the 
wider community; and listening to the needs and choices of 
children, young people and their families. 

There are many matters requiring further debate and the 
sector has a clear desire to see increased collaboration 
at a national level between the UK wide bodies Together 
for Short Lives, Help the Hospices and the Association for 
Paediatric Palliative Medicine (APPM), in order to facilitate the 
addressing of these issues. These include matters such as 
models of care, the core purpose of children’s hospices and 
the specialism versus generalism debate. 
 

At a local and regional level, we urge all the children’s hospice 
and palliative care services and individual professionals 
to use this report as a tool to stimulate further discussion, 
debate and change within your organisations both internally 
with your senior management teams, trustees, staff and 
volunteers, and externally with all relevant stakeholders in the 
wider sector. There is a further wealth of useful reports about 
the emerging findings of the Commission available on its 
website and readers are urged to look out for the final report 
of the Commission to be launched in the autumn 2013. 

The themes that have emerged from this event will be critical 
within the overall engagement of Together for Short Lives 
with the children’s hospice and wider palliative care sector in 
the forthcoming period. In the first instance, various events 
have already been organised including for example the 
leaders of care event in September 2013, the Hospice Chief 
Executives meeting in October 2013, the medical models 
event in November, the Leaders of Voluntary Sector in early 
2014 and the Together for Short Lives UK wide 20:20 Vision 
conference in March 2014. 

We look forward to working with the sector further as we 
progress the debate about these important matters.
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The Future of Hospice Care: Implications for the children’s hospice  
and palliative care sector, 2 July 2013

10.00 to 10.05	 Welcome and introduction to the event 	
		  Barbara Gelb

10.05 to 10.35	 What does the future look like?
		  A glimpse from the Commission into the future of hospice care	
		  Dr Heather Richardson

10.35 to 11.05	 What does the future look like?
		�  A glimpse from practice: numbers, needs and preferences: a children’s palliative care perspective
		  Dr Richard Hain

11.05 to 11.20	 Group work 1
		  Reflections on the future
		  Katrina McNamara and Andrew Fletcher

11.20 to 11.35	 Coffee	

11.35 to 12.10	 A response from children’s hospices: How ready are we for this future? 
		  A panel discussion
		  Steve Dewer with Nuala O’Kane, David Pastor, Tracy Rennie and Peter Ellis

12.10 to 12.50	� Group work 2
		  �What are the key opportunities and challenges facing children’s hospices and the wider children’s palliative 

care sector?
		  Dr Heather Richardson

12.50 to 13.30	 Lunch	

13.30 to 13.45	 Address from Chairman of Together for Short Lives
		  Robin Knowles CBE QC

13.45 to 14.15	 Feeding back – some thoughts from delegates
		  Andrew Fletcher and Dr Heather Richardson

14.15 to 14.45	 Preparing for the future – some principles
		  Steve Dewar

14.45 to 15.45	 Group work 3 
		  What actions are required by children’s hospices in the context of the wider palliative care by 
		  • Hospice boards 
		  • Senior Management Teams
		  • National Membership Organisations
		  Steve Dewar

15.45 to 16.00	 Final thoughts and close
		  David Praill and Barbara Gelb
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Association for Palliative Medicine: 1st November, 2012

A glimpse of the 
future: making positive 
choices

TFSL event June 2013

Overview

• The changing context in which we are 
working

• Some issues to which we must attend

• Opportunities to take control of the 
future

TFSL event June 2013

Some things are changing rapidly
• Demography

• Epidemiology

• Technological advancements

• Genetic/medical advancements

• The economic context in which we 
are working

• Increasing competition

• Societal shifts

• Policy priorities
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TFSL event June 2013

Significant demographic and 
epidemiological changes 
anticipated 

• Population 

• Elderly people

• Chronic illness 

• Cormorbidities including 
dementia

• People living alone

• Access to informal carers 

TFSL event June 2013

Technological 
advances

TFSL event June 2013
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TFSL event June 2013

Financial challenges are inevitable

TFSL event June 2013

Increasing competition

TFSL event June 2013

Societal shifts –
choice and control

23The Future of Hospice Care	 Presentations



24The Future of Hospice Care	 Presentations

TFSL event June 2013

Major policy shifts

• Integration

• Outcomes

• Austerity

• Efficiency 

• Personal budgets

TFSL event June 2013

Some things don’t change

• Death is still a taboo for many 
individuals and communities

• Coordinated care is still a challenge 

• High quality preventive and 
supportive care is not mainstream

• People still don’t receive care and 
die in the place of their choice in 
sufficient numbers 

TFSL event June 2013

We know that hospices are valued: 

• Feedback from bereaved 
relatives – voices

• Our own survey of users of 
hospice care including children’s 
hospices 

• National research around 
preferences for place of care 
highlight value of hospice 



25The Future of Hospice Care	 Presentations

TFSL event June 2013

Qualycare study CSI

TFSL event June 2013

There are some serious criticisms 
leveled at hospices

• They are expensive

• They don’t care for the majority of the dying

• They are not part of mainstream health care

• They “cherry pick” those that they care for 

• They are paternalistic 

• The evidence base for what they do is limited

• Service driven, not user focused

TFSL event June 2013

Inequalities in care provision



TFSL event June 2013

Our response must address
• Care for more people

• Efficient use of resources

• Provision/new models that address multiple and 
changing needs

• Being visible and working at scale

• Being part of the system

• Consistency in message

• A more flexible workforce

• Building the evidence base 

TFSL event June 2013

Final thoughts – taking control of 
the future
• We have some choices but we must grasp them 

now

• No one size fits all – we need to consider our 
population’s needs, what else is available, what 
gaps we could fill, who we work with and on what 

• Our thinking must be radical – even if we decide to 
continue some elements of care done in the past

• Our actions will need to be at sector, organisation, 
board and team levels. 

TFSL event June 2013

Thank you
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Numbers, needs and 

preferences: a children's 

palliative care perspective

Dr Richard Hain
Lead Clinician, Welsh PPM Network, 

Children’s Hospital, Wales, UK

The Future of Hospice Care: Implications for the Children's 

Hospice and Palliative Care Sector

2nd July 2013

Introduction

• Introduction

• Specialisation: experts and expertise

• Services: evidence and equity

• Scepticism: objections and oppositions

• Conclusions

Specialisation: 

experts and expertise

• ‘Specialised’ must refer to the range of 

relevant skills as well as their extent
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Completed paed SPC

training

Adequate

Extent of 

specialist

expertise

Ideal

expertise

Inadequate

expertise

Full multi-

disciplinary team1

Adequate

Range of services

Ideal

range
Inadequate

range

1APM Commissioning Guidance for SPC 

http://www.apmonline.org/documents/135764105191600.pdf

Adequate

A

C

D

B

Ideal

expertise

Ideal

range
Inadequate

range

Inadequate

expertise
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Adequate

A

C

D

B

Ideal

expertise

Ideal

range
Inadequate

range

Inadequate

expertise

Adequate

A

C

D

B

Ideal

expertise

Ideal

range
Inadequate

range

Inadequate

expertise

Specialisation: 

experts and expertise

• ‘Specialised’ must refer to the range of 

relevant skills as well as their extent

• All levels of specialisation need to be 

available to all children with LLC
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Course of illness

GP

Paed

Paed

WSI

Cons

PPM

Course of illness

GP

Paed

Paed

WSI

Cons

PPM

Course of illness

GP

Paed

Paed

WSI

Cons

PPM
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Course of illness

GP

Paed

Paed

WSI

Cons

PPM

Course of illness

GP

Paed

Paed

WSI

Cons

PPM

Course of illness

GP

Paed

Paed

WSI

Cons

PPM
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Specialisation: 

experts and expertise

• ‘Specialised’ must refer to the range of 

relevant skills as well as their extent

• All levels of specialisation need to be 

available to all children with LLC

Services:

evidence and equity

Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

4343
(=1:100,000)

64
(=0.05:100,000)

Services:

evidence and equity
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Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

4343
(=1:100,000)

64
(=0.05:100,000)

1 Fraser et al 2012

Services:

evidence and equity

Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

4343
(=1:100,000)

64
(=0.05:100,000)

1 Fraser et al 2012

Services:

evidence and equity

Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 2 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

4343
(=1:100,000)

64
(=0.05:100,000)

1 Fraser et al 2012

2 Census data 2001, 2011

Services:

evidence and equity
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Services:

evidence and equity

• It seems that the ratio of paediatric to 

adult consultants in SPC should be 

roughly the same as the ratio of 

children to adults…

• that is, about 1:4

Scepticism: objections and 

oppositions

Objection 1:

“Adult services are no longer limited to 

patients with cancer, but increasingly 

include patients with non-malignant life-

limiting conditions.”

Scepticism: objections and 

oppositions

But:

• Historically, SPC services developed in 

response to need among adults with 

cancer.

• Prevalence of LLC among children is 

also increasing1 

1Fraser, L.K., Miller, M., Hain, R. et al, 2012. Pediatrics 129, e923-929.
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Scepticism: objections and 

oppositions

Objection 2:

“Other paediatricians provide an 

additional layer of specialisation for 

children that is not found in the adult 

specialty and reduces the need for 

specialist palliative care input.” 

Scepticism: objections and 

oppositions

But:

• GP usually reluctant to become 

involved as ‘doubly specialist’

• Role of SPC in paeds often very ‘hands 

on’ even at home.

Scepticism: objections and 

oppositions

Objection 3:

“The nature of life-limiting conditions in 

childhood is that children can be stable 

for long periods of time without needing 

specialist palliative care input.” 
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Scepticism: objections and 

oppositions

But:

Mean time spent under SPC is five times 

longer in children (553 days vs 99 

days)1,2

1Keen et al 2010-2013 with thanks

2Hain 2009-2013

Scepticism: objections and 

oppositions

Objection 4:

“The absolute number of children who die 

each year is significantly smaller than that 

of adults .” 

Scepticism: objections and 

oppositions

But:

• Proportion of deaths from LLC is high in 

children (50%) 1,2

• A child can ‘die’ many times

1Sidebotham P, Fraser J, Fleming P, Hain R. (Lancet 2013, in press)

2Totsika V, Noyes J, Hastings R, Ezergailis S, Hain R., 2012. 

36The Future of Hospice Care	 Presentations



Scepticism: objections and 

oppositions

But:

• Proportion of deaths from LLC is high in 

children (50%) 1,2

• A child can ‘die’ many times

1Sidebotham P, Fraser J, Fleming P, Hain R. (Lancet 2013, in press)

2Totsika V, Noyes J, Hastings R, Ezergailis S, Hain R., 2012. 

Scepticism: objections and 

oppositions

But:

• Proportion of deaths from LLC is high in 

children (50%) 1,2

• A child can ‘die’ many times

• A child may need three [appropriately 

staffed] places available to die.

1Sidebotham P, Fraser J, Fleming P, Hain R. (Lancet 2013, in press)

2Totsika V, Noyes J, Hastings R, Ezergailis S, Hain R., 2012. 
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• Proportion of children with LLC is same 

as proportion of adults with cancer

• Compared with adults, dying children:
– Are less likely to have GP support at home

– Are under SPC for five times as long

– Will have more frequent and unpredictable 

‘end of life’ episodes per person

Services:

evidence and equity

Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 2 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

64
(=0.05:100,000)

1 Fraser et al 2012

2 Census data 2001, 2011

Services:

evidence and equity
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Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 2 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

434
 (=1:100,000) 3

64
(=0.05:100,000)

1 Fraser et al 2012

2 Census data 2001, 2011

3 NCPC Specialist Palliative Care Workforce Survey 2010

Services:

evidence and equity



Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 2 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

434
 (=1:100,000) 3

120 ?
(=1:100,000)

1 Fraser et al 2012

2 Census data 2001, 2011

3 NCPC Specialist Palliative Care Workforce Survey 2010

Services:

evidence and equity

Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 2 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

434
 (=1:100,000) 3

60 ?
(=0.6:100,000)

1 Fraser et al 2012

2 Census data 2001, 2011

3 NCPC Specialist Palliative Care Workforce Survey 2010

Services:

evidence and equity
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Adults Children

Prevalence of LLC 
(England) 

400/100,000
(cancer)

400/100,000
(all LLC)1

Population (England) 2 42.0 million 11.7 million

No. of PM consultants 
in 2010 (England)

434
 (=1:100,000) 3

6 
(=0.05:100,000) 4

1 Fraser et al 2012

2 Census data 2001, 2011

3 NCPC Specialist Palliative Care Workforce Survey 2010

4 Brit Soc Paed Pall Med Manpower Database 2006

Services:

evidence and equity



In  the UK as a whole, there are about the 

same number of paediatric consultants in 

SPC as there are adult consultants

in Dorset.

Services:

evidence and equity

The Future:

Challenges in Paediatric SPC

• Understanding specialisation:
– Range of skills as well as extent 

– All levels available to all children

• Understanding consequence of choice:
– Service availability must exceed number of 

children who will actually die

• Understanding sheer scale of gap:
– For every specialist we currently have, we 

probably need between 10 and 20 more.
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In 2013, we are a very long way 

from being able to offer children 

the same access to best quality 

specialist palliative care 

that adults can already expect.

Conclusion



Some principles: 
 
Offered to help guide a journey into a 
complex future 

Steve Dewar 

Commission Support Team 

My Stance 

I have listened to the wider hospice sector 
and heard the common dilemmas and 
challenges.  
 

My aim is to bring that narrative in the hope 
that it strikes a chord and brings some 
insight 

The Context 

As the complexity and the scale and scope 
of need increases we need to question the 
aspirations drawn from our values. 
 

If we can’t do everything then the question 
becomes one of working to establish our 
best contribution to enable the system wide 
response that we know is valued. 
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An Observation 

I’m struck by the range of services on offer: 
the extraordinary ability at your best to 
combine specialist and generalist care; to 
offer personal and family support. 
 

To establish the best contribution must be a 
matter of open negotiation with local 
partners and providers. 

A Different Culture 

This means becoming the best partner and 
collaborator – living with the discomfort and 
the sometimes uncertain business of 
negotiation with others. 
 

Working through and in conjunction with 
others is less certain and less comfortable 
but may be the key to improving experience 
in the round. 

My Offer 

I offer six operating principles identified by 
adult hospices as a starting point. 
 

I offer four domains of uncertainty that 
start to map out the challenges for a new 
era of strategic leadership.  
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The Six Principles 

• Undertaking rigorous strategic analysis and planning 

• Thinking beyond what hospices currently do to 
consider other models and partners 

• Developing strategic leadership 

• Developing the capabilities of the hospice workforce 

• Promoting, informing and supporting choice 

• Developing a clear story about the value of hospice 
care and promoting that story locally and nationally 

 

The four domains of uncertainty 

• Establishing the focus of contribution 

• Establishing a sustainable model of funding to 
underpin that contribution 

• Establishing mechanisms for credible local 
engagement in the system of care 

• Establishing the capability to support the focus of 
contribution 

Identifying the focus of 
contribution 

Establishing 
clear ambition 

and role 
across the 

system of care 

Enabling 24/7 
services 

Providing 
support 

across the 
family 

Managing 
transition 

Managing 
death and 

dying 

Being a point 
of 

navigational 
support 
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Establishing sustainable 
funding 

Negotiating 
and 

establishing a 
sustainable 
business 

model for care 

Cross hospice 
partnerships to 

liberate cost 
effectiveness at 

scale 

Negotiating 
new outcome 

based contracts 
for system 

wide 
contribution 

Exploring social 
enterprise 
models of 

development 

Considering 
partnerships 

with statutory 
or private 
providers 

Preparing 
options that 
can attract 

social 
investment and 

or use of 
personal 
budgets 

Building credible 
engagement 

Becoming a 
good partner 

and 
collaborator 
across the 

system 

Collecting 
and sharing 

data to 
illustrate 

expertise and 
value 

Developing a 
collective and 

authentic voice 
that reinforces 

local 
discussions 

Ensuring story 
of future 

responsibility 
for users, 

supporters, 
staff and 
trustees 

Demonstrate 
benchmarking 
to illustrate the 
effective use 
of resources 

Demonstrating 
flexibility in 
the face of 

local 
accessibility 
and quality 

Driving the capability to 
deliver 

Establishing 
clear systems 

of 
organisational 

support 

Developing 
the role of 

the volunteer 
workforce 

Identifying and 
growing a 

confident and 
skilled workforce 

that meets 
contribution 

Enabling clear 
sense of 

direction for 
trustees, 

supporters, 
partners….. 

Investing in 
system wide staff 
development and 
system wide data 
to support best 

care 

Enabling staff 
and volunteers 
to work across 

a dispersed 
system of care. 
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