LEADER

Regional networks for children’s

diabetes care

There are around 23 000 children and young people
under the age of 18 with diabetes in England and Wales,
a greater number than previously thought; 97% of these
have type 1 diabetes.! Repeated national audits of HbA1c
outcomes in children with diabetes, most recently in
2008, have shown that fewer than 20% reach the HbAIc
target of <7.5%, and this percentage has not changed
significantly over the past five years.? The reasons for this
poor control are not clear, but it does seem that most
European countries are doing better.?*

In an attempt to improve diabetes care, a large
number of guidelines and recommendations have been
published in recent years concerning the management
of diabetes in children, including the National Service
Framework (NSF) for Diabetes,” the NSF for Children,®
the NICE type 1 diabetes guidelines’” and more than 20
guidelines covering all aspects of management
produced by the International Society for Pediatric and
Adolescent Diabetes.® Repeated surveys of diabetes
services carried out by Diabetes UK and the professional
organisations over the last 20 years have shown gradual
improvements in the constitution and organisation of
the multidisciplinary teams around the country; most
children are now cared for in specific diabetes clinics of
over 100 children, by clinicians who have particular
expertise and training in children’s diabetes and by
children’s trained diabetes specialist nurses and
dietitians.®!? Despite all of this activity, outcomes have
not changed.

The uptake of intensive insulin regimens (multiple
daily injections or continuous insulin infusion pumps
with variable insulin dosing related to carbohydrate
intake) is less in this country than in many others, and
this may account for some of the failure to improve out-
comes. The reasons for this are complex, but may be
related to local factors such as the degree to which
schools are engaged with diabetes management, and the
resources of the local clinic in terms of nursing and
dietetic time. The degree to which 24-hour support from
expert teams is provided to families is also very variable.
The education of members of the multidisciplinary team
in the management of children with diabetes is largely
left to the individual health care worker and, although
there are many professional groups providing updates
and courses, there is no mandatory qualification.

There are approximately 250 services for children
with diabetes in England and up until now they have
tended to work largely independently of each other both
in procuring resources and in producing their own work-
ing guidelines, protocols etc. Individual paediatricians
can find it difficult to argue for resources and there has
been little support locally either from the hospital trusts
or from local primary care trust (PCT) commissioners.
This is because, although the numbers of children with
diabetes in the UK are increasing, locally they are hugely
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outnumbered by adults mainly with type 2 diabetes. The
fact that diabetes tends to be counted within ‘general
paediatrics’ and is generally commissioned within a
block contract also means that it is not counted activity
within the department and therefore cannot be identi-
fied separately. It also seems entirely arbitrary as to
whether children’s diabetes services are commissioned
by the long-term conditions commissioners (largely
adult-orientated) or through children’s services, and this
may even vary across one large city.

Thus, there are many factors which need to be
addressed in the organisation and delivery of diabetes
services for children and teenagers.

What are networks?
A network can be described as ‘a linked group of health
professionals and organisations from primary, secondary
and tertiary care working in a coordinated way that is not
constrained by existing professional and organisational
boundaries to ensure equitable provision of high quality,
clinically effective care’.!! They may be focused on a
specific disease or specialty and vary in structure and
degree of formality depending on their purpose.
However, they are a way of coordinating resources and
linking services across boundaries which would other-
wise have prevented such coordination.'? Networks may
also help with manpower planning and can prevent
unnecessary duplication of effort and resources.
Managed clinical networks have been developed
successfully in various areas of adult and paediatric
medicine, for example, in neonatology and cancer
services.!!=1* The Royal College of Paediatrics and Child
Health has recently published its plans for the future of
children’s services, and the concept of managed clinical
networks is key to this plan.’® There is widespread
support amongst paediatricians for greater cooperation
between teams working in a geographical area, which
includes sharing clinical protocols, possibly rotating staff
between units, joint training and learning to improve
services together.

How would networks work in

children’s diabetes care?

The Department of Health in 2006 brought together key
stakeholders in Children’s Diabetes in a working group
which produced a document for commissioners ‘Making
Every Young Person with Diabetes Matter’ proposing
that children and young people’s diabetes services in the
UK should be organised in a series of regional net-
works.!® The remit of the networks is to support strategic
development, to quality assure local services based on
audit outcomes and to help with aspects which might be
run regionally such as pump services or out of hours
support (see Table 1). A benchmark for care might be
agreed across the region, and training may be instituted
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to ensure high quality care is consistent. Networks can be
a forum for review of case load and outcome measures,
and support appropriate commissioning for paediatric
diabetes services. As pump therapy is becoming increas-
ingly common, equitable training for pump teams could
be organised regionally. The regional network should
also be an educational forum to share good clinical
practice, crisis limitation and managed clinical care in
collaboration with other children’s trusts, PCTs and
strategic health authorities (SHAs). Data collection for
audit and maintenance of a regional diabetes register
will be key responsibilities of the network.

The key to the success of these networks will be to
involve representatives of the whole multidisciplinary
team as well as commissioners and others from the SHA
and PCT, and the meetings must be more than merely
meetings of clinicians to discuss clinical matters, which
have traditionally taken place in many regions. They
differ from the above definition of clinical networks in
that primary care is generally not represented, but it is
important to include adults’ physicians involved in the
care of young adults with diabetes. A suggested member-
ship of the network board is at least one representative
from each of the regional children’s diabetes services,
including consultants, other doctors, diabetes specialist
nurses, dietitians, a psychologist and commissioners, as
well as parent and young people representatives. It may
also be helpful to have a representative of the local social
and educational organisations. The regional networks
will only be effective if they are commissioned appropri-
ately and have sufficient infrastructure, including a
network manager and a data manager.

The main aim of the networks will be to improve the
care of children with diabetes, but how can this be
achieved? The multidisciplinary nature of the networks
means that everyone involved in the clinical service can
be represented, and the combination of clinical and
commissioning functions means that standards will be
scrutinised by those providing the funding. The net-
works will start to work on local solutions to their own
weaknesses, strengths or areas of good practice in one
centre can be spread more widely, and there can be
innovative use of different models of working — for
example, out of hours services being provided on a
regional basis, leading to cost savings. In addition,
newer solutions to family and patient support and
education will also include novel information technol-
ogy in the next few years. Networks will be well placed
to take advantage of these solutions with shared outlay
and education.

Although submission of data to the National Diabetes
Audit is not mandatory, unless data are collected and
submitted it is not possible to look at the relationship of
outcomes with resources. The support that will be pro-
vided through the regional networks will allow centres
which have not previously contributed, to do so. Local
information technology solutions can be agreed and
implemented within the network. Furthermore, local
comparisons will be possible and will lead to constructive
discussions within the networks about how improve-
ments might be made. Collection of data for a regional
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Table 1. Possible functions of a regional children’s
diabetes network

e To support strategic development

e To support commissioning for paediatric diabetes
services

¢ To quality assure local services

e To carry out audit

¢ To collect and maintain regional diabetes register

¢ To run possible regional services, e.g. insulin pump
training or out of hours support

e Benchmarking for care

¢ To produce guidelines for clinical care or management
issues

¢ Training of professionals in the multidisciplinary team

¢ To run an educational forum with regular case reviews

e To support working with education authorities to
support care in schools

Table 2. List of the regional networks in development
across England

e South West
® \Wessex
e South East

e West Midlands
e East Midlands
e Cheshire and Merseyside

e North Thames e North West
e East of England e Yorkshire
e Oxford e North East

and national diabetes register for children would then
be no extra task for the networks.

What have we achieved so far?

With support from NHS Diabetes and the National
Clinical Directors for Children (Dr Sheila Shribman)
and Diabetes (Dr Rowan Hillson), an excellent start has
been made in developing children’s diabetes networks
in all regions in England, even in areas where previously
there was no tradition of clinical diabetes meetings. The
formation of a new professional support organisation in
2005, the Association of Children’s Diabetes Clinicians
(ACDC), has facilitated this process, as the lead
consultant with expertise in diabetes in each service and
clinic has been identified for the first time. Annual
meetings of the ACDC have helped to advertise and to
promote the idea of regional networks. There are now
12 regional networks in various stages of development
(Table 2). Some of these — for example, in Yorkshire and
in Wessex — have been in existence in other guises for
many years, but the change to a full network is moving
forward in all areas.

The Yorkshire network was provided with some non-
recurring pilot funding in 2008, and this has led to very
good progress in engagement with the SHA and with
commissioners of services. An annual professionals’
meeting took place last October, and there are monthly
network meetings which have produced a three-year
strategy document, including care pathways and a transi-
tion care pathway (Dr Fiona Campbell, personal
communication). In Wessex, an annual audit of services
has been subsumed within the network, and in East of
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England, the network is moving forward with data collec-
tion and pathways for commissioners. The equivalent
network in Wales (the Brecon Group; the all-Wales
Paediatric Diabetes Special Interest Group) has been in
existence for the past 15 years, and the financial support
from the Welsh Assembly Government has allowed Wales
to have 100% submission to the National Diabetes Audit,
which must be the aim of all the networks over the next
year (2010-2011). NHS Diabetes has provided £30 000
funding for each SHA area to support the development
of these networks, which in most areas will be used to
employ a manager to run the meetings, and to support
data collection for audit.

In order to develop some national coordination of net-
work activities and greater sharing of good practice, the
children’s diabetes networks have now had two national
meetings of the clinical leads from each network (gener-
ally one of the local consultants) and the NHS Diabetes
regional representatives, supported again by NHS
Diabetes. These meetings have concentrated on network
organisation as well as various national initiatives, such as
information technology systems which may enhance data
collection for audit. The link between the NHS Diabetes
regional representatives and the clinical network leads has
become a very fruitful collaboration in many areas.

The funding provided by NHS Diabetes is, however,
non-recurrent and so the value of the networks must be
demonstrated to the SHAs in the next 12-18 months.
Powerful evidence will be required to ensure that the
value of the networks is clear to the SHAs, in order for
funding to be provided in subsequent years.

Commissioning of health care in networks
Commissioning diabetes care should be a strategic process
involving service users, carers, clinicians and partner
organisations. It should also take into account the local
needs and focus on health and social care of the whole
community. One of the big problems that children’s
diabetes has is that the numbers of children are very small
compared with either adults with diabetes or with general
paediatric services, and so it is often hard to see where the
service ‘fits’; in some areas it may be advantageous to
combine children’s diabetes commissioning with general
paediatric services and in others it may be helpful to tie in
with adult diabetes services. The advantage of commission-
ing within a network is that consistency can be achieved
over a larger geographical patch.

Commissioning should be by a complete patient
pathway which can be agreed across the networks,
according to ‘Making Every Young Person with Diabetes
Matter’.!® It needs to be recognised by every network
and SHA, and finally by the Department of Health, that
paediatric diabetes care is a specialist service delivered
locally, particularly in these days of intensive insulin
regimens. This puts pressure on services which were
previously run by general paediatricians and there is a
compelling argument to re-designate children’s diabetes
as a specialised service with separate commissioning.
Negotiations continue about how this complex care
should be commissioned, and the tariff which should be
applied, as the current level of tariff even when put in
place in no way reflects or recompenses the service for
the number or type of patient and family contacts
required for their support.

Some aspects — for example, education of the local
workforce — could be taken on and included in the
regional commissioning. In addition, the network
structure itself also requires some funding which needs
to be specifically identified as part of the commissioning
of the whole service. This will require commissioners of
children’s diabetes from several PCTs to work together
and will be one of the challenges of the new system.

This is a very exciting time to be working in children’s
diabetes and we all hope that the development of the
regional networks will prove a turning point in raising
standards and improving the commissioning of high
quality care for this complex and challenging condition.
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