Engagement on proposed revisions to Clinical Reference Groups in specialised
commissioning — Royal College of Paediatrics and Child Health (RCPCH) response

1. Do you have any comments on the proposed revisions set out in section 2 of
the engagement guide around the resourcing of CRGs, the remuneration of
members or the number of members in each CRG?

Administrative support

¢ RCPCH welcomes the increase in administration support for the CRGs and to
ensure that their work is properly coordinated, including patient and stakeholder
engagement.

e There should be a clear priority for the CRGs to improve outcomes, including
improving infant, children and young people’s health outcomes, as set out in Report
of the Children and Young People’s Health  Outcomes  Forum
(https://www.gov.uk/government/uploads/system/uploads/attachment data/file/30701
1/CYPHOF_ Annual Report 201314 FORMAT V1.5.pdf).

¢ The revision of the CRGs provides an opportunity for robust triangulated partnership
working with the RCPCH, its patient participation networks and its affiliated speciality
groups.

CRG Chairs

e The RCPCH supports the formal competition-based appointment of CRG Chairs and
appropriate remuneration for the position. However, accountability must be a two way
process so that the advice and recommendations of the CRG Chairs must be
appropriately acted upon by the National Programme of Care Clinical Lead.

Patient and Public Voice

¢ In line with Article 12 of the United Nations Convention on the Rights of the Child,
children and young people should be facilitated to participate in all issues affecting
them. The RCPCH strongly supports the involvement of children and young people
and their parents/carers in all service development and redesign.

e The RCPCH is concerned at the reduction in patient representation on the CRGs and
would like to see further detail on how the CRGs will ensure that children and young
people and parent/ carer engagement is embedded in the CRG/NPOC strategies and
work streams.

e The CRGs should include representatives of children/young people and
parents/carers across all social and ethnic demographic as key service users. The
RCPCH has a dedicated webpage to assist this process
(http://wvww.rcpch.ac.uk/improving-child-health/us-voice-children-young-people-and-
families/us-voice-children-young-people-an).

Reduced clinical membership

e The RCPCH is very concerned that there will be a reduction in clinical membership
(from 14 clinical senate representatives to four regional members). Reducing the
clinical membership will have a very significant and detrimental effect, preventing
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essential cross communication between disciplines and driving areas of paediatric
practice into adult dominated areas. The RCPCH will require assurance that the four
regional members can properly represent the staff ‘on the ground’ delivering the
services, and bring issues relating to commissioning and provision of services,
clinical outcomes and patient experience back to the CRG for consideration.

The reduction will also reduce the breath of clinical specialities represented on each
CRG. The paediatric medicine and paediatric surgery CRGs, for example, include a
very broad area of practice and require a greater membership to cover all these
areas.

Further detail is required as to the responsibilities for each NPOC with respect to the
range of children’s services and supporting young people through transition to adult
services. There must be sufficient representation on CRGs that include all-age
services to ensure that ICYP’s needs are properly represented. We are not sure
whether a ‘regional’ remit and only four clinicians will enable that, and where there is
not a paediatric expert then additional ‘co-opted’ advice should be sought.

Do you have any comments on the proposed revisions set out in sections 3 -8
of the engagement guide relating to the numbers and remit of the CRGs within
each National Programme of Care?

Many disabled children who have complex neurodevelopmental disorders; may have
learning disabilities and physical health problems. The RCPCH is concerned that the
multi-system disorders CRG has been removed from the Women and Children
NPOC. There is concern for disabled children who have multiple medical,
educational and social needs with respect to “falling through the net” if there is not
adequate recognition of multi-system disorders.

There is a considerable risk that the particularly varied specialty of paediatric
dermatology, which is already poorly served by being part of the all _ages
dermatology service specification, will be even less well served if placed within a
single adult rheumatology and all ages dermatology CRG. There will be even less
likelihood that commissioners will be sufficiently informed about the specifics of
paediatric dermatology services.

Are there any other changes or revisions that NHS England should consider to
the role, function or membership of CRGs?

¢ In addition to the functions listed in 1.3 and 1.4, the CRGs have the opportunity to
support the development of managed clinical network (MCN) service and staffing
models including, for example, for the range of specialist paediatric services, and
defining specifically what is local and what is specialist care.

e The RCPCH vision for the service model for commissioning and delivery of
specialist services is the managed clinical network model (MCN) due to the
reduction in unwarranted variation, sustainability, getting the right workforce
model which in turn informs the RCPCH as to training the right number of sub-
specialist paediatricians and evaluation of evidence. The MCN can deliver needs-
led specialist care using a pathway approach across secondary and tertiary care
boundaries so that the children are seen in the right place by the right people with
the correct expertise. MCNs enable a pathway of care to meet the needs of ICYP



over a life course to be delivered but to do this , there must be very clear links
between local and specialist commissioning and so the CRGs will be integral to
this. A crucial element of this is the delivery of care to children with specialist
problems who live in remote and rural areas.

e There is yet to be clarity about the different tasks between CRG and the local
clinical senates, strategic clinical and operational delivery networks and how they
are connected. National standards and national service specifications must be
clearly articulated for professionals and the public, to stipulate what is and is not
included. The boundary between specialist services and services commissioned
by CCGs must be transparent and clearly defined to prevent perverse incentives.
Robust governance of the CRGs should provide the mechanisms for assessing
and influencing the relative spends on specialist and non-specialist services.

e At all times the focus must be on the experience and outcomes for the child and
their family moving in and out of specialist services rather than on the institution,
staff team or funding arrangements.

e Any model proposed must be as flexible as possible to allow for innovation and
appropriate funding of specialist care wherever it is delivered. In paediatric
disability, a substantial amount of specialist care is delivered in localities, and the
funding for specialist services goes to the regional centres, with no
reimbursement at district level for the specialist services that they are delivering.
Adequate training in research skills should be provided for all specialty
professionals and capacity for research delivery built into job plans of all
consultants.

e Any changes to the CRG form and function will be directly related to the future
role of the clinical senates and networks. RCPCH is willing to work collaboratively
with NHSE to ensure that the revised commissioning framework, including the
CRG form and function, meets the needs of ICYP.

4. Please provide any comments that you may have about the potential impact on
equality and health inequalities which might arise as a result of the proposed
revisions that we have described?

o Specifically, the changes are less likely to ensure equity of access to all children
with all conditions, and are detrimental to the wider aim of providing regional-
supraregional/national integrated paediatric care. If fewer regions are
represented on each CRG then this will reduce links with areas. Strengthening
regional links increases opportunities for improved services and reducing
inequality. There needs to be representation from each paediatric specialty group
on the CRGs to ensure that the needs of patients are gauged appropriately.
Without such representation, it will be difficult to ‘promote equality and to address
health inequalities’ in the way that NHS England proposes.

o Unlike adult subspecialties, which have currently have one representative,
paediatric medicine has been configured from the beginning to include only one
representative per subspecialty, also made up of one per region. There is
therefore no consolidation left to do, and no unneeded voice, on the CRG where
every member represented both a clinical senate and a major subspecialty. Each
subspecialty has its own service specification within the wider group alongside
the generic paediatric medicine specifications.



