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Abstract
Background Consistent evidence suggests that children’s palliative care is not equitable and managed clinical networks (MCNs)
have been recommended as a solution. This study explored the perspectives of health professionals involved in the development of
a children’s palliative care MCN, with an aim to identify barriers and enablers of successful implementation.

Methods Thematic analysis of semi-structured interviews and focus groups with 45 healthcare staff with a role in developing the
MCN or in the delivery of children’s palliative care (September 2019-March 2020).

Results The study explored health professionals’ perceptions of the MCN features that had helped to formalise governance
processes, establish training and networking opportunities, standardise practice, and improve collaboration between organisations.
These include the funded MCN co-ordinator, committed individuals who lead the MCN, and a governance structure that fosters
collaboration. However, the MCN’s development was impeded by cross-cutting barriers including limited funding for the MCN and
children’s palliative care more generally, no shared technology, lack of standards and evidence-base for children’s palliative care, and
shortage of palliative care staff. These barriers impacted on the MCN’s ability to improve and evaluate palliative care provision and
affected member engagement. Competing organisational priorities and differences between NHS and non-NHS members also
impeded progress. Training provision was well received, although barriers to access were identi�ed.

Conclusions Key features of children’s palliative care can act as barriers to developing a managed clinical network. Managing
expectations and raising awareness, providing accessible and relevant training, and sharing early achievements through ongoing
evaluation can help to sustain member engagement, which is crucial to a network’s success.

Background
Palliative care for children is de�ned by the World Health Organisation (WHO) as “the active total care of the child’s body, mind and
spirit, and also involves giving support to the family”.1 It is a comparatively new medical specialty with a small and specialised
workforce in the UK,2 which includes third sector providers as well as NHS services,3 and covers a broad spectrum of diseases within
a relatively small population.4

The development of children’s palliative care services in the UK was unplanned and not centrally coordinated.5-7 As a result,
provision may be “good in some areas, [but] in others it is generally unclear who is providing what (if anything), and to whom, thus
leading to substantial unmet needs”.5 Evidence consistently shows this inequality,3 5 9 10 with patchy geographical distribution of
provision,3 11 differing structures, services and models of care among providers,5 12 13 and a lack of collaboration and coordination
between these organisations.3 5 12 Establishing managed clinical networks (MCNs)14 for children’s palliative care has been proposed
to address these issues,15 and to ensure specialist palliative care is available to those who need it.16 17

MCNs are de�ned as a network of health staff and organisations working together to make sure that high quality, clinically effective
services are fairly distributed.18 They have been established for various care pathways and medical specialties in the UK and other
countries.19 Unlike informal professional networks which are organic by nature, the key feature of MCNs is that they are formal and
managed entities in which the emphasis “shifts from buildings and organisations to services and patients”,14 often requiring
members to “‘surrender sovereignty’ to achieve shared objectives”.20

The current evidence about MCNs suggests they lead to improved care processes and clinical outcomes. A recent systematic review
identi�ed a lack of high-quality studies examining effectiveness,19 but also identi�ed factors associated with positive outcomes.
These are summarised in Table 1.

Table 1: Features of successful clinical networks – enablers and barriers
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Enablers of clinical network success
Sufficient resources – funding, administration and human (staffing)
Availability of information and communication technologies
A bottom-up, locally driven approach to implementation
A positive, trusting culture where networks are seen as desirable and perceived to be necessary
The norms and values of the network are compatible with those of the organisations involved
Strong leadership
Inclusive membership
Engagement at different levels of the healthcare system
Evidence based work plans and projects that address issues identified by network members
Supportive policy environments
Barriers to managed clinical network success
Lack of funding and resources
Tension, distrust and competition (particularly over resources) between network members
An imbalance of power between network members resulting in competition for resource
Poor communication and unwillingness to collaborate
Lack of confidence in the ability of network leaders and managers
Lack of representation of key stakeholders in certain contexts (e.g. rural interests)
Poor record keeping and documentation
A top-down approach of network implementation

Source: Adapted from Brown et al. (2016)19

There is no published evidence about the implementation of MCNs for children’s palliative care. An understanding of how the distinct
features of this specialism may in�uence the implementation of MCNs is needed. This study focused on a regional MCN for
children’s palliative care (‘the MCN’) in England and aimed to identify the key barriers to and enablers for its successful
implementation.

Methods
Qualitative methods were employed to explore meanings, experiences and beliefs about the MCN among individuals with a role in
developing the MCN and staff who work in the MCN’s member organisations. The study was designed with two phases of data
collection, both aimed at understanding the perceptions of individuals with different relationships to the MCN. The two phases are
discussed further in the sample and recruitment section below.

The study was underpinned by two theories that offered a useful lens through which to examine different aspects of implementation
of the MCN. The �rst was Socio-technical Systems Theory (SST), which is based on the idea that the performance of an
organisational system can only be understood by bringing ‘social’ and ‘technical’ aspects of the organisation together and viewing a
system as being made up of interacting sub-systems with their own unique infrastructures, cultures and goals.21-23

The second theory was Normalization Process Theory (NPT), which consists of four core constructs that represent the different work
of implementation (see Table 2).24-27 These two theories provided a useful framework through which to assess the work that has
been carried out so far and to understand how the identi�ed barriers relate to the different work associated with implementation.

Table 2: Normalisation Process Theory constructs24-27
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Construct
name

Construct definition

Coherence The sense-making work that people do to differentiate the MCN from existing practice, to
develop a shared understanding of the Network’s goals, and to understand what this means for
their own individual practice and what the benefits are.

Cognitive
participation

The relational work that people do to initiate the new set of practices associated with the MCN,
and to build commitment and engagement from other members to ensure new ways of working
are legitimised and sustained.

Collective
action

The operational work that people do to implement a set of practices and build confidence in
these, for example developing ways to share patient information or specialist palliative care
resources between organisations.

Reflexive
monitoring

The appraisal work that people do individually and together to understand the ways that the
MCN affect them and others around them (e.g. children and their families), and to modify new
processes to make them workable in practice.

The MCN

The MCN investigated is in a large geographical region of England with a mix of dense urban and sparsely populated rural localities.
The region is served by a small number of paediatric palliative care clinicians, children’s hospices, tertiary centres and specialist
nursing teams. An informal professional network has existed for a number of years, but at the time of the study, this was
transitioning into an MCN. Its aims include the development of palliative medicine teams in the local children’s hospitals and the
creation of 24/7 community nursing services in the region. The MCN has a hub-and-spoke model,28 as seen in Figure 1. The hubs
are intended to act as ‘centres of excellence’ with all organisations working together to share information, education and clinical
guidelines.

Sample and recruitment

Phase 1 aimed to explore the perspectives of individuals involved in the MCN’s core internal structures, which consisted of an
executive committee and two steering groups. All individuals with a role in these structures were invited to take part (n=~35).

Phase 2 focused on participants who worked in hub and spoke organisations but were not involved in the MCN’s internal structures.
Organisations were purposively sampled to ensure representation from different services (both hub and spoke), with a particular
focus on those not already represented in phase 1 – which included those on the MCN’s periphery, either geographically or due to
limited engagement in the MCN – as these had not been sampled in the �rst phase of data collection. Convenience and snowballing
strategies were used to identify potential participants. We expected to recruit 20-30 participants in phase 2.

All participants received a study information sheet and provided either verbal recorded, email or written consent prior to participation.

Data collection

In phase 1 we conducted semi-structured (face-to-face or telephone) interviews with members of the executive committee. The
membership of the MCN’s two steering groups is quite �uid, so it was felt that focus groups would be the most appropriate method
to understand the varied perceptions of those that are part of these groups.29 In phase 2 we used semi-structured (telephone)
interviews.

The topic guides (see supplementary information) for both phases were designed with reference to SST, NPT and existing
knowledge about the MCN, and focused mainly on implementation work, barriers, enablers and achievements.21 23-27 The topic
guide for phase 2 also drew on the initial analysis of phase 1 data.

Interviews lasted approximately 20-30 minutes and were conducted by AP. AP and JT facilitated the focus groups, which were
around 60 minutes long. Data were collected between September 2019 and March 2020. Data collection ceased when no new
information was being collected that would alter our understanding of the aims of the study. Focus groups and interviews were
audio-recorded and all but one were transcribed intelligent verbatim for analysis. Extensive notes were made on the �nal interview,
which could not be transcribed due to poor recording quality.

Data analysis
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Drawing on approaches used in other implementation research,30 data were analysed thematically31 using an initial inductive
coding process informed by the study aims to identify themes (i.e. barriers and enablers of implementation), which were then
mapped onto the SST framework (see Table 3). Phase 1 data were analysed �rst, informing the coding and analysis of phase 2
data. NVivo version 1232 was used to support the analysis.

Table 3: Analytical process

Analytical
step

What we did Who was
involved

Step 1:
‘Inductive
coding’

Inductive coding of words, sentences and phrases that pertained to factors
influencing MCN implementation

AP

Step 2:
‘Identification’

Identification of themes, which for this study were ‘factors’, or barriers and
enablers, from the inductive codes

AP and JT

Step 3:
‘Refinement’

Development and refinement of themes, exploring how phase 1 and phase 2
participants contributed to these, and exploring of patterns and relationships
within these themes

AP and JT
with input
from LF

Step 4:
‘Mapping’

Mapping of final themes to STS framework AP, JT and
LF

 

Results
Thirty-three participants from 15 organisations took part in phase 1. Fourteen of the 18 executive committee members took part in
interviews and 19 others took part in the two focus groups. The majority of the participants in this phase were in management roles
as a result of the make-up of the MCN’s internal structures. Twelve participants from 10 organisations took part in phase 2 (total 45
participants from 20 organisations (see Tables 4 and 5)). The numbers in phase 2 were lower than expected; some invited
participants excluded themselves because they felt they didn’t know enough about the MCN and we reached data saturation earlier
than expected.

Table 4: Study participant numbers by organisation type
Type of organisation Hub organisations Spoke organisations Total

NHS Non-NHS NHS Non-NHS
Phase 1 5 18 8 2 33
Phase 2 3 5 3 1 12
Total 8 23 11 3 45

Table 5: Study participant numbers by professional role
Type of role Clinical Nursing Management Other Total
Phase 1 9 8 15 1 33
Phase 2 3 3 4 2 12
Total 12 11 19 3 45

Figure 2 shows how the themes were mapped onto the SST framework, summarises the identi�ed factors affecting MCN
implementation, and demonstrates their connected nature. The results are not presented in order of importance, but are structured
around the SST, with each section of the framework presented in turn. The factors are described further below, using participant
quotations to illustrate key points and relationships between factors. Additional indicative quotes are included in Table 6.

Table 6: Additional participant quotations mapped to themes and the SST framework
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SST Theme Indicative quotes
Goals and
metrics

Shared vision
for the MCN

“If we have a completely effective managed clinical network, I think we should
be able to offer all children across the region, whatever their diagnosis,
whatever their age, wherever they live, access to good palliative care.” (Phase
1, participant #2)
 
“I imagine that it’s the standardised care and access to all children around the
region, so they get good palliative care input and that it’s not a postcode lottery
type thing, and everybody is doing similar things, but I don’t actually know what
their [the Network] aims and objectives are (Phase 2, participant #47)
 
“It highlights those areas and provides a bigger lever to [say a particular region
is] failing [its] children by not funding [this] adequately.” (Phase 2, participant
#39)
 

Lack of
outcome
measures and
measurement
of outcomes

“Hearing things anecdotally […] we can’t prove that […] It doesn’t make any
difference how many people tell me how much more confident they are, or how
[many] families give us positive feedback, unless we can measure it.” (Phase 1,
participant #2)
 
“If you’ve got a diabetes network, you manage everybody’s HbA1c [and] that’s
what trust boards and people [work towards, but] we can’t give that.” (Phase 1,
focus group 2 participant)
 
“Even things that we could measure, every organisation is measuring it in a
different way.  The people who do measure it aren’t always prepared to share
that data with the other groups … There’s different people asking for different
data, and it’s very unclear what data it is we’re supposed to be collecting.”
(Phase 1, participant #2)
 
“We were asked to do a data collection exercise … it was just a bit confused and
we piloted it but other services didn’t and there was a suggestion that if
everybody didn’t do it then the research wouldn’t really have much value”
(Phase 2, participant #36)
 
 

Having goals
that are too
broad

“I think, in retrospect, [you look at the Strategy] now and think, is it too broad?
    Are we trying to answer too many problems?  Are we trying to fix too much
in our first strategy?” (Phase 1, participant #5)

Competing
organisational
goals

“It’ll be a lot clearer for trusts and commissioners as to what’s expected, and
that makes it easier for us to bargain about services, about what we need to
deliver things.” (Phase 1, participant #21)
 

People Varied
knowledge
about the
Network

“I know it’s a bunch of people trying to coordinate the palliative care services
across hospice, part hospital, and how to transition all the kids out into the
adult arena and it provides updates” (Phase 2, participant #39)
 
“I’m aware of what the plan is in the sense that the network would like to have
24/7 a region-wide specialist palliative care on call service.” (Phase 2,
participant #35)
 
“We are supposed to be a hub, I have no idea what that means. I am kind of
being asked to sign up to something that I don’t really know what it means.”
(Phase 1, participant #3)
 
“Well, I know that they run educational days … I think they’ve got a website as
well …the ReSPECT document … they’ve been working on that together. I don’t
know otherwise I have to say” (Phase 2, participant #47)
 
“It’s difficult for me to say whether it’s successful but all I can say, from my
perspective is, there’s no impact on the group as far as I can see and if there
has been and I don’t know about it, then it’s not been communicated to me.”
(Phase 2, participant #36)
 
“I did attend a few of the network meetings … which fizzled out a bit and it
always a bit hit and miss, and people didn’t attend. That’s why I’ve pulled away
from it over the last few years. I’m not sure I know much about it.” (Phase 2,
participant #40)

Role in
palliative care
is limited for
some

“The people that were attending [Network meetings] were involved in palliative
care, the main part of their job. It just isn’t in our role … I think that’s why I
found it difficult because I just felt it was just a fraction of our work, the
palliative side of it.” (Phase 2, participant #40)

Shortage of
palliative care
staff

“The children’s community nurses were telling me that they didn’t feel happy to
manage these children, without somebody [a specialist] they could call.     They
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are saying they don’t do this very often, and they don’t feel experienced in doing
it.” (Phase 1, participant #2)
 
“Scaling up [specialist] services to actually provide on local levels such a small
number of children would be not very cost effective.” (Phase 1, participant #16)
 
“24/7 specialist cover I think is another tricky issue because we haven’t got
enough super specialists to go round.” (Phase 1, participant #6)

Infrastructure Insufficient
funding for the
MCN

“This [should be] a long-term project. There is no way any of this is going to
happen in a year [but] funding structures in the NHS and the government don’t
allow for long term projects, and long-term investment.” (Phase 1, participant
#16)
 
“It’s funded very little, we hardly have any funding at all, so it’s really people
doing it in their own time, because we all want to achieve the same things, more
or less.” (Phase 1, participant #18)
 
“They [hospices] see survival as being more important than, “Let’s try and
deliver five strategic aims that are almost impossible to deliver in the next five
years, and won’t be delivered in the next five years”.  We need to focus on
survival.” (Phase 1, participant #5)

A challenging
geography

“Because we’re quite a big region it can take nearly three hours to get from one
end of it to the other, maybe longer.  So if we’ve got meetings inevitably there
are people that are having to take out quite a lot of time out of their day.     And
so sort of voluntary organisations, there’s a time, there’s a cost element
attached to that as well.  So I think that’s a major barrier.” (Phase 1,
participant #10)
 
“Different areas have different levels of need, so it’s about recognising that as
well and tailoring it, I suppose, to the different areas, because there’s obviously
areas that have got huge numbers of palliative care children with life-limiting
conditions” (Phase 1, participant #18)
 
“The geography for [particular locality in the region] has already changed and
it will be all about integrated care systems and if the managed clinical network
is not around integrated care systems then it’s behind the times already.” (Phase
1, participant #6)

Importance of
the Network
coordinator

“I was contacted by a specialist in another tertiary centre about a patient from
somewhere that she thought was my neck of the woods. [It] wasn’t, [but] I was
able to [tell them to contact the coordinator]. Years ago, that would have taken
a lot of trying to find that out.” (Phase 1, participant #21)
 
“[We cannot] achieve a strategy that is […] that ambitious with one member of
staff.” (Phase 1, participant #3)

Technology No current
solution for
sharing
patient data

“So, when the child is in the hospital, it will flag up that they’re not for
resuscitation.  But the second they’re out of that, they’ll have to physically show
a paper copy of it, because otherwise no-one knows it exists.” (Phase 1,
participant #2)
 
“It’s great in theory to have a 24/7 service that you want to provide a telephone
service for, and that’s great, but if you can’t access the medical record of the
person that you are giving advice to in the region then that’s going to be very
limited in what you can actually achieve.” (Phase 1, participant #21)
 
“My advanced nurse practitioners would be really nervous of … they are alright
with their own cases because they know the children and they know they have
got access to the notes, but doing that for somebody else’s children, they would
be very nervous about that.” (Phase 1, participant #5)

Different
recording
systems
impede MCN
evaluation

“A lot of the work that happens in community nursing teams and hospices is
done on paper, paper and pen.  We are not fully digital, we’re not even getting
to the majority of being digital.” (Phase 1, participant #2)

Culture Different
definitions of
paediatric
palliative care

“I think, to solve the problem, we need to go right back to the beginning, and
first of all clarify what are our definitions, what are we actually doing?  Which
of the people we’re trying to do this for, and for what period of their life?”
(Phase 1, participant #2)
 
“To progress in this conversation with the CCG leads, we’ve got willingness,
we’ve got people coming to the table, we’ve got people round the table, then we
need to be really clear about what our definitions are about which group of
young people and which function we’re actually looking into” (Phase 1,
participant #8)

Palliative care
not a priority

“There’s lots going on out there that have got big budgets attached to them, and
big teams, and I guess that’s where the focus goes.  And I understand that, but it
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for funding just means we have a very small voice as a collective, when we talk about
children’s palliative care.” (Phase 1, participant #5)
 
“In some ways, I feel that a lot of the hospitals across the region have almost
got away without providing palliative care, even though it’s recommended by
NHS, and it’s recommended by NICE, because they feel the hospices are picking
it up.” (Phase 1, participant #2)
 
“If the hospices were funded properly in the first place, we wouldn’t be in the
position that we are in … it is about protecting your own organisation first and
foremost” (Phase 1, participant #3)
 
“[We need] some senior leadership saying, “No, actually, this is a priority, this is
ring-fenced money to spend on children with palliative care needs.” (Phase 1,
participant #16)

Organisational
cultures differ

“I think making it work is not an issue about money, it is an issue about culture.
 And I think one of the  issues about culture is that in order to collaborate and
work together you have got to be able to give stuff away, and if you are not
prepared to do that you are never going to be able to move on.” (Phase 1,
participant #3)
 
“I think there’s always an element of that change might mean a threat to my
organisation or to my job.  I think networks by their very nature are about
collaboration, coming together and often there’s difficulties around competition
between individual organisations especially when it comes to funding.” (Phase
1, participant #10)

Processes
and
procedures

A governing
structure that
fosters
collaboration

“Bringing people together and having organisations and individuals from
organisations sat round a table, does just generally improve cooperation and
working practices … raises awareness of how things are done, and improves the
way people work together.” (Phase 1, participant #16)
 
“I think it’s possibly that a lot of the activity is quite high level in talking to NHS
England, having conversations at that level and it doesn’t feel like there is
anything that’s influenced practice on the ground in any way, I would say.”
(Phase 2, participant #36)
 
 “Our managed clinical network is struggling to show its effectiveness because
of the difficulties with data collection and outcomes.” (Phase 1, participant #2)
 
“I think that progress has been made, but I can’t tell you where we’re at … And I
think a lot of it is still planning how it’s going to be implemented” (Phase 1,
participant #18)

Variable
involvement of
member
organisations
in governance

“We see a differing cast [each meeting] in terms of those individuals who attend.
Some organisations have never been represented at the executive committee,
some have been represented but by different people, at different times, at
different levels of seniority.” (Phase 1, participant #5)
 
“So some organisations have never been represented at the executive
committee, some have been represented but by different people, at different
times, at different levels of seniority.” (Phase 1, participant #2)
 
“I am kind of being asked to sign up to something that I don’t really know what
it means, and I am worried that it will end up having financial implications and
that if I can't meet them, I will then be penalised.” (Phase 1, participant #3)

A mechanism
for developing
and sharing
best practice

“There will be variation in what [services] do, and how they do it.  And so,
implementing any kind of minimum standards and expectations could be
difficult, because if I involve some [services] changing what they’re already
doing, or stopping something, starting something new, which they might not
want to do.” (Phase 1, participant #16)
 
“The 24-hour, seven day a week service that we would like to offer, I’ve been
involved in that, and that feels like how would we like it to look, how would it
work in practice, but we’re not ready to set that up yet.” (Phase 1, participant
#18)
 
“We have written a document for the 24/7 nursing model, which has been done
a small clinical group, where it needs to be approved by commissioners, and
funding identified to try and get the teams to be properly funded, so they can
flex up to provide 24/7 care” (Phase 1, participant #15)

Training that
is well
received but
limited

“I got more of an understanding of how different professionals approach
situations … I think in many ways my approach has I would say improved.”
(Phase 2, participant #35)
 
“It helps you grow with your own professional development and you definitely
take it with you and wear it … they’re really important and if we could go all the



Page 9/18

time, we’d love to” (Phase 2, participant #45)
 
“I’ve read the itineraries for this year’s conference and it’s just totally put me off
really […] because it is completely medical. There doesn’t seem to be any
sharing about […] actual patient care in the hospice.” (Phase 2, participant
#37)

 
Goals and metrics

Nearly all participants in both phases articulated a shared vision for the MCN: to achieve equitable and high-quality children’s
palliative care provision and develop a 24/7 model of care. However, a small number raised concerns that the MCN’s goals were too
broad, which one participant linked to the de�nition of palliative care adopted by the MCN:

“[Our] de�nition […] talks about [providing services] from the point of recognition of a life limiting condition all the way through to
death and beyond. If you’re trying to provide that for everyone […] actually it’s a massive task.” (Phase 1, participant #2)

Some participants in both phases acknowledged that they were most concerned with the care provision and future of their own
organisation and didn’t want to compromise that to improve the MCN.

“[We are focused on creating] a business model that’s �nancially sustainable […] so initiatives like the [MCN] can sometimes play
second �ddle.” (Phase 1, participant #5)

Others stated the MCN was a positive distraction as it helped children’s palliative care to remain on the agenda in their organisation.

“[The MCN gives] a degree of status that means it’s di�cult for both the trust and the commissioners to ignore.” (Phase 1, participant
#21)

The lack of a standardised outcome measure was noted as a signi�cant barrier to implementing the MCN because it made it di�cult
to demonstrate the MCN’s worth to funders and prevented evaluation against agreed standards. It also presented challenges for the
MCN to agreeing how success should be measured.

People

Despite sharing the MCN’s vision for children’s palliative care, participants varied in their awareness of the MCN and its work. Several
potential phase 2 participants excluded themselves from the study because they felt unable to say anything about the MCN, and
many participants in both phases of the study were not clear about the speci�c purpose or role of the MCN.

The small number of specialist palliative care professionals and community nursing teams in the region were identi�ed by
numerous participants in phase 1 as a key barrier to the development of a 24/7 community-based service model, which was a core
goal for the MCN.

“There are areas of our geographical patch that don’t have good access to community nursing. It’s not about the skill of the people
involved. It’s purely about their presence, their availability.” (Phase 2, participant #39)

The shortage of specialist palliative care staff was recognised to be a national problem; however, there were more mixed views
amongst participants from both phases about whether more specialist palliative care professionals were needed, or whether the
solution was about working differently to ensure community nurses and others were able to access the specialist expertise available.

Infrastructure

The limited and short-term nature of funding for the MCN was identi�ed by many as a barrier to effective implementation, as was
the fact that the MCN relied on the commitment of key individuals who were not MCN funded.

“We’re continually having to look at getting that funding on an annual basis [and that process] takes away from the work that we’re
doing.” (Phase 1, participant #10)
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Insu�cient funding was a cross-cutting issue, impacting on the MCN’s ability to address barriers related to technology, training,
service development and sta�ng. It also meant change was slow to be implemented, and individual and organisational engagement
suffered because barriers were perceived by member organisations as being too challenging to overcome.

The size and geographical diversity of the region was another important barrier. Participants from organisations on the geographical
periphery of the region were concerned that the MCN’s resources may not reach them, and also reported di�culties engaging with
meetings and events that were held centrally. Some participants were concerned that if care was standardised across the region it
wouldn’t be appropriate for some locations with local idiosyncrasies.

“One model that �ts all [would be] a real challenge because […] the service pattern and structure in each is place is different.” (Phase
1, participant #8) 

The appointment of the MCN’s full-time coordinator was named by nearly all participants as the most important enabler for
formalising the MCN’s governance structures and driving forward the MCN’s goals. The role also provides the MCN with a single site
of contact and liaison point to raise awareness and keep members updated.

Technology

The MCN’s hubs and spokes use different patient record systems and there is no technological solution to share these data. This
was identi�ed as a cross-cutting barrier to implementing the MCN, impacting on its ability to improve access to specialist palliative
care, increase co-ordination and collaboration between services, and an impediment to the MCN’s plans to create a specialist 24/7
service, which is reliant on health professionals providing telephone advice or care for children they do not know.

“The classic is if the GP has started long acting morphine [and] I can’t �nd that [in their records] because [the GP uses a different
system]. You’re reliant on people being able to grab you and phone you [so] it’s not a robust system.” (Phase 2, participant #46)

Although data incompatibility is a known issue impeding joined-up care nationally, participants also stated it impeded the evaluation
of the MCN due to the different information that is recorded by different organisations, the differences in how the same information
is recorded, and the different functionalities for searching and extracting data. These issues were also highlighted by participants in
relation to a pilot data collection process carried out by the MCN to understand hospice provision. Participant feedback suggests
that some organisations will �nd it di�cult to use a standardised data collection template and may worry that their provision is not
being adequately captured. Participants also stated there is also a resource implication for organisations who have to manually
search for information.

During this study, the MCN had secured funding for a virtual community of practice focused on improving the transition of children
into adult services. Several phase 1 participants believed this could facilitate more accessible training, peer support and
collaboration, and sharing of expertise and best practice. Although not yet implemented, this could be a potential enabler for the
MCN in the future.

Culture

Many participants in both phases talked about the impact of the diversity in member organisations: each has different priorities,
funding structures, practices, and governance processes. The differences between the NHS and hospice organisations at the centre
of the MCN – in terms of scale, models of care, speci�c populations served (e.g. different transition points into adult services, and
security of funding) – were speci�cally highlighted as a key barrier to developing a co-ordinated MCN with shared governance, data,
resources and care pathways. These differences also contributed to the uncertainty expressed by participants about the MCN.

“I think there are issues around the de�nition … you know, how the term palliative care is used in different places … I just think that if
we’re talking about specialist palliative care we need to make sure we’re talking about specialist palliative care consistently.” (Phase
1, participant #6)

As highlighted previously, the limited amount of funding for the MCN was identi�ed as a barrier to its development. For some
participants, this re�ected the fact that funding children’s palliative care is not a priority for healthcare commissioners.
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“Children’s and young people’s palliative care […] hasn’t been funded properly by the NHS for goodness knows how long” (Phase 2,
participant #35)

Several participants, principally those in phase 1, believed that the lack of su�cient funding for palliative care more generally placed
constraints on what member organisations were able and willing to offer to the MCN, in terms of sharing and expanding resources
and expertise.

“One of the barriers is that there’s not enough funding to go around, and then that creates challenges and competition […] between
different organisations.” (Phase 1, focus group 1 participant)

Processes and procedures

Participants in phase 1 generally felt that the MCN has a clear governing structure that includes all the hub-and-spoke organisations
that make up the MCN and has a more formalised approach compared with the informal network that existed previously.

“It has changed. It feels a bit more formalised now, a bit more structured; [there are] agendas and actual projects rather than just a
forum that people went to.” (Phase 1, focus group 2 participant)

This opinion was not unanimous, however: one participant in phase 1 referred to the MCN as a ‘talking shop’ and several other
participants expressed concerns about the changeable and partial involvement of organisations in the MCN’s governance structures.
Some participants in both phases also expressed uncertainty about whether the MCN itself had led to formal changes in the
provision of palliative care, although their beliefs about why differed.

When asked what had been achieved, many participants in both phases talked about the MCN’s role in setting standards for
palliative care in the region, including guideline development and endorsement. However, the varied knowledge and participation in
the MCN across the region is likely to affect adoption of these, and as one participant noted, there is no legal requirement or agreed
responsibility that members will use them.

Training provision by the MCN, which includes an annual conference and various study days, was positively evaluated by a number
of participants who commented on the impact it has had on their practice, both from the training provided and the opportunity to
learn from others working in children’s palliative care.

However, several participants, particularly those in phase 2, believed that the training offer was limited and needed to be expanded.
There was evidence that staff in less clinical roles or those in services that provided universal services may not be bene�ting, risking
a widening of the skills gap between those already engaged in palliative care and the MCN, and others that are not.

“I just felt it was all attended by people who were in that world. I didn’t really feel it was aimed at [non-clinical staff].” (Phase 2,
participant #40)

Discussion
The study identi�ed key features that aided development of an MCN for children’s palliative care, including having a funded MCN co-
ordinator, a committed leadership team, a governance structure that fosters collaboration, and a shared vision for the future. Some
of these factors have been identi�ed as in�uencing MCN implementation in other contexts (see Table 1).19 However, the study found
that these features alone, which have been identi�ed in previous research as enablers for MCN success,19 were not su�cient to
overcome the cross-cutting barriers that were impeding the MCN’s development. These included limited funding for the MCN and
children’s palliative care generally, having no shared technology, the lack of standards and limited evidence-base for children’s
palliative care, and the shortage of community nursing and specialist palliative care staff. These barriers, some of which have also
been identi�ed as pertinent to adult palliative care networks,33 were found to impact on the MCN’s ability to agree and implement
changes and evaluate success, and consequently on the extent of participation in the MCN amongst those who work in MCN
member organisations.

Other implementation research exploring implementation of new innovations also highlights the signi�cance of �rst-order
problems,34 such as interoperability of information systems, and how they lead to second-order problems, such as developing
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workarounds to share patient data; and third-order problems, such as member disengagement. However, it is recognised that
addressing �rst-order problems is not always possible when implementing new practices into existing infrastructures and
organisations,34 and the cross-cutting barriers we identi�ed are likely to hinder the development of other children’s palliative care
networks, certainly within countries with established healthcare systems19 35 36 and varying models of palliative care.33

Understanding how these features of children’s palliative care in�uence MCN development can nevertheless inform planning of new
networks and reduce the risk of associated problems that impact on member participation, which research consistently shows is not
static and requires continuous work to sustain.25 34 37 Local champions (individuals who work for MCN organisations and are
involved in work to drive MCN implementation within their organisation)38 could prove useful here although there is lack of research
about their role in children’s palliative care.

Agreeing the de�nition and model of children’s palliative care and ensuring there is clarity about this across organisations are also
essential because of the different de�nitions and models of care that currently exist in the region.39 40 Although in this study there
was a shared vision for equitable and around-the-clock palliative care across the region, there was also uncertainty about what this
would look like, both in terms of service provision and who would be eligible. This was in part due to the holistic de�nition of
paediatric palliative care adopted by the MCN, which whilst aligned with the World Health Organisation’s de�nition and the holistic
offering of children’s hospices,41 generated uncertainty about what the MCN was trying to achieve. At the same time, the focus on
developing specialist palliative care services, such as the development of palliative medicine teams in the local children’s hospitals,
led to concerns about how other palliative care provision would be captured as part of the MCN, and the relevance of the MCN’s
resources, e.g. training, for organisations providing universal services, such as social care and education.

In this study, training was generally well received by MCN members and offers networks an important mechanism through which to
demonstrate the value of an MCN and keep member organisations engaged and connected with one another, as well as improve
clinical practice. However, networks need to ensure its training meets the diverse needs of its members and is accessible across a
network.42-44 Virtual learning networks (e.g. Project ECHO) could play an important role, and evaluations of adult palliative care
ECHO networks have reportedly increased staff knowledge and con�dence, and improvements in clinical practice.45-47

Robust evaluations of MCNs are particularly important because of the limited evidence in children’s palliative care. However, in this
study the cross-cutting barriers to developing the MCN highlighted in this study have impeded plans for evaluation, and other regions
are likely to experience similar challenges because of the lack of standards and care pathways, and the resulting lack of agreed
outcomes and robust measurement tools.48 There were, nonetheless, missed opportunities to demonstrate early successes, for
example measuring uptake of newly endorsed guidelines, such as a new guideline on rapid transfers for end-of-life care. It is
important that, in the absence of appropriate measurement tools, networks make use of process as well as outcome data to assess
potential changes in the delivery of palliative care, and to understand issues surrounding implementation.49 MCNs may also bene�t
from drawing on appropriate implementation frameworks to help plan and evaluate new services and practice changes.21 23 27 50 51

For example, in this study the socio-technical systems framework (SST) facilitated an understanding of the cross-cutting nature of
the identi�ed key barriers.

Study strengths and limitations

We used appropriate qualitative methods with a purposive sampling strategy to ensure a diverse sample. A clear and iterative
analytical process was followed involving more than one researcher to ensure �ndings were credible and trustworthy.

This study focused on a single hub-and-spoke MCN for children’s palliative care and, therefore, the �ndings may not be transferable
to other specialties or those using other models. There was also limited representation from organisations on the MCN’s periphery,
although concerns relating to geography were raised by participants from umbrella organisations that covered those localities.

Conclusions
Some of the key features of children’s palliative care can act as barriers to early development of an MCN and to implementing
practice changes. Managing expectations and raising awareness, providing accessible and relevant training, and sharing early
achievements can help to maintain member engagement, which is crucial to a network’s success and requires continuous attention.
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Robust evaluation of children’s palliative care networks is also essential and should make use of process as well as outcome data to
better understand issues surrounding implementation, as well as potential changes in the delivery of palliative care.
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Figure 1

Schematic of the hub-and-spoke model used by the Network.
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Figure 2

Factors affecting implementation of the Network Source: Adapted from Davis et al. 201417
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