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. Introduction

. The Joint Health Overview and Scrutiny Committee (Yorkshire and the Humber)
- subsequently referred to as the Joint HOSC - is a committee specifically
formed to consider the proposals for the future delivery of children’s congenital
cardiac services across England, with specific reference to the implications for
local health services, and the children and families served by such services
across Yorkshire and the Humber.

. The Joint HOSC was first established in March 2011 and, while our membership
has changed over time, we have always included asingle representative from
each of the 15 local authorities with health scrutiny powers across Yorkshire
and the Humber, namely:

e Barnsley MBC

Bradford MDC

Calderdale Council

City of York Council

Doncaster MBC

East Riding of Yorkshire Cauncil
Hull City Council

Kirklees Council

lkeeds City Council

North East Lincolnshire Council
North Linegélnshire Council
Nerth Yorkshire County Council
Rotherham MBC

Sheffield City Council
Wakefield MDC

. As such, the Joint HOSC is,made up of democratically elected local councillors
that representative the 5.5 million residents from across Yorkshire and the
Humber.

. This is our 2nd formal report regarding proposals for the future delivery of
children’s_congenital eardiac services across England. Our first report was
formulated during the period of public €onsultation over the summer of 2011
and was subsequently published in October 2011. This report covers many of
the issues highlighted in ouroriginal report and should, therefore, be read in
conjunction with the October 2011 report. A copy of the October 2011 is
provided for ease of reference.

. Reflecting'on, the interests of the children and families across Yorkshire and the
Humber we have béen elected to represent, the views expressed in both
reports are based on the evidence we have received and considered.
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. Background

Overview

6. in 2008 the NHS Medical Director requested a review of Children’s Congenital
Heart Services in England. The aim of the review was to develop and bring
forward recommendations for a Safe and Sustainable national service that has:

e Better results in surgical centres with fewer deaths and complications
following surgery.

e Better, more accessible assessment services and«follow up treatment
delivered within regional and local networks.

¢ Reduced waiting times and fewer cancelled @perations:

e Improved communication between parents/ guardians‘and all of the
services in the network that see their child.

e Better training for surgeons and their'teams to ensure the service is
sustainable for the future.

e A trained workforce of experts in the care and treatment of children and
young people with congenital heart disease,

e Surgical centres at the forefront of modern working practices and new
technologies that are leaders inyresearch and development.

e A network of specialist centres callaborating in research and clinical
development, encouraging the\sharing of knowledge across the network.

7. On behalf of the ten'Specialised Commissioning Groups in England, and their
constituent localPrimary Care Trusts, the Safe and Sustainable review team (at
NHS Specialised Services) has managed\the review process. This has involved:

e Engaging with parthers across the country to understand what works
well at the.moment and whatyneeds to be changed

e «Developing standards - in partnership with the public, NHS staff and
their associations— that surgical centres must meet in the future

s Developing a network model of care to help strengthen local cardiology
services

e »An independent expert panel assessment of each of the current surgical
centres against the standards

e Theconsideration of a number of potential configuration options against
other eriteria including access, travel times and population.

8. For the purposes of formal public consultation and decision making about the
future provision and delivery of children’s cardiac surgical services in England, a
Joint Committee of Primary Care Trusts (the JCPCT) was formally established in
the early part of 2011 - although the precise date is unclear. As such, the
JCPCT has acted as the single decision-making body on behalf of all the Primary
Care Trusts across England. We are aware that the JCPCT met on at least 5
occasions — between July 2010 and January 2011 - before it was fully and
formally constituted.
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Background

9. At its meeting held on 16 February 2011, the JCPCT was presented with and
agreed the following recommendations and options for consultation:

Development of Congenital Heart Networks across England that would
comprise all of the NHS services that provide care to children with
Congenital Heart Disease and their families, from antenatal screening
through to the transition to adult services.

Implementation of new clinical standards that mast'be met by all NHS
hospitals designated to provide heart surgeryfor children
Implementation of new systems for the analysis\and reporting of
mortality and morbidity data relating to treatments, for children with
Congenital Heart Disease.

A reduction in the number of NHS ha@spitals in England that provide
heart surgery for children from the current 11 hospitals'te,6 or 7
hospitals in the belief that onlydarger surgical centres can achieve true
quality and excellence.

The options for the number and location of hospitals that provide
children’s heart surgical services in thefuture are:

Table 1: Consultation options forthesnumber and,location of hospitals

Option A: Sevenssurgical centres: | Option B: Seven surgical centres:

e Freeman Hospital, Newcastle s FreemanHospital, Newcastle

e Alder Hey Children’s Hospital, e Alder Hey Children’s Hospital,
Liverpool Liverpool

e Glenfield Hospital, Leicester e Birmingham Children’s Hospital

e Birmingham Children’s Hospital e Bristol Royal Hospital for Children

e BristolsRoyal Hospital for Children e Southampton General Hospital

o( 2 centres in Londoni e 2 centres in London1l

Option C: Six surgical centres: Option D: Six surgical centres:

e \Freeman Hospital, Newcastle e Leeds General Infirmary

e Alder Hey Children’s Hospital, e Alder Hey Children’s Hospital,
Liverpool Liverpool

Birmingham Children’s Hospital
Bristol Royal Hospital for Children
2 centres in Londonl

Birmingham Children’s Hospital
Bristol'Royal Hospital for Children
2 centres indtondonl

10. Proposals around the future of Children’s Congenital Heart Services in England
were launched for public consultation on 1 March 2011, running until 1 July

2011.

1 The preferred two London centres in the four options are Evelina Children’s Hospital and Great Ormond Street
Hospital for Children
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11.

12.

13.

14.

15.

. Background

The Joint Health Overview and Scrutiny Committee
(Yorkshire and the Humber) - the Joint HOSC

We formed the Joint HOSC in March 2011 - to act as a statutory overview and
scrutiny body considering the future proposals of Children’s Congenital Heart
Services in England. This included the proposed reconfiguration of designated
surgical centres and, in particular, consideration of the potential impact of any
proposals on children and families across Yorkshire and the Humber.

As part of this public consultation, Health Overview and Serutiny Committees
were subsequently given until 5 October 201 1,to respond‘toithe proposals. We
submitted our formal response to the consultation in line with the stated
deadline and subsequently issued a formal report to JCPCT - as the appropriate
decision-making body - on 10 October2011.

As detailed in our previous report, duringthe, initial public consultation we
received and considered a wide range of evidence and heard from a nhumber of
witnesses, and highlighted a number of areas weybelieved required further and
more detailed consideration.

We previously stated that any future service moedel that'did not include a
designated children’s' cardiac surgical centre at Leeds — as the current centre
serving the wholefof Yorkshire and the Humber - would have a
disproportionatély negativelimpact on the children and families across Yorkshire
and the Humber., This was specifically based on the evidence considered in
relation to:

Co=location of services;

Caseloads;

Population density;

Vulnerable'greups;

Travel and access to services;

Costs to the NHS

The,impact on children, families and friends;
Established congenital cardiac networks;

Adults with congenital cardiac disease;

Views of the people across Yorkshire and the Humber

Our initial report identified a number of recommendations - including an
alternative model of designated surgical centres. A summary of our initial
recommendations is presented below in Table 2.
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Background

Table 2: Summary of previous recommendations

Principal Recommendation 1:

In order to meet the needs and growing demand of the 5.5 million
people living in the Yorkshire and Humber region, the surgical
congenital cardiac unit currently provided by Leeds Teaching
Hospitals NHS Trust must be retained and included in any future
configuration of paediatric congenital cardiac surgical centres.

Principal Recommendation 2:
Based on the matters outlined in this report we recommend the
following 8-centre configuration model:
e Leeds General Infirmary
Alder Hey Children’s Hospital, Liverpool
Birmingham Children’s Hospital
Bristol Royal Hospital for Children
Freeman Hospital, Newcastle
Southampton General Hospital
2 centres in London

Recommendation 3:

Given the significant benefits to the patient and their families of
genuinely co-locating relevant services, we believe genuine co-
location should receive greater recognition and weighting when
determining future service provision.

Recommendation 4:

Given one element of the review is to ensure more care is delivered
closer to home, population density should be a key consideration in
the configuration of future provision.

Recommendation 5:

Adult cardiac services and the overall number of congenital cardiac
surgical procedures carried out should be considered within the
scope of this review and used to help determine the future
configuration of surgical centres. As a minimum there should be a
moratorium on any decision to designate children’s cardiac surgical
centres until the review of the adult congenital cardiac services is
completed and the two can be considered together.
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16.

17.

18.

19.

20.

21.

. Background

It should be noted that despite several requests, a formal response to our
report and recommendations was not provided until 18 July 2012 - some 9
months after our initial report was submitted to the JCPCT. The response
provided on behalf of the JCPCT is attached at Appendix 1 to this report.

Notwithstanding the legitimate delays brought about by various legal
proceedings, this is far beyond the 28-day response timefset out in the current
Health Scrutiny regulations and supporting guidance. At this juncture, based
on our experience we believe it is worthwhile registering our general
dissatisfaction with the overall approach adopted by the JCPCT and its
supporting secretariat in relation to the legitimate scrutiny function
established to facilitate open and transparent decision-making,and hold
decision-makers to account.

Additional information previously identified

Prior to finalising our October 2011 report, we,requested the following
additional information on a number of occasions:

e The detailed breakdown of assessment scares for surgical centres
produced by the Independent Expert,Panel (chaired by Professor Sir Ian
Kennedy).

e A finalised Health Impact Assessment report.

e A detailed breakdown of the likely impacts on identified vulnerable
groupS across Yorkshire and the Humber highlighted in the Health
Impact Assessment (interim report).

e _TheyPrice Waterhouse Coopers (PwC) report that tested the assumed
patient travel flows under each of the four options presented for public
consultation.

In ounOctober 2011 report, we reserved the right to pass further comment on
thesepoints once further information was made available. As such, more
details areprovided elsewhere in this report.

Previous referral t6 the Secretary of State for Health

It should be noted that in October 2011 we initially referred this matter to the
Secretary of State for Health on the basis of inadequate consultation. Our
referral was issued to the Independent Reconfiguration Panel (IRP) for initial
assessment, the details of which are attached at Appendix 2.

The advice from the IRP was accepted in full by the Secretary of State for
Health.
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22.

23.

24,

25.

26.

. Background

While the overall consultation arrangements were assessed as satisfactory, the
IRP agreed that at some of the information we had requested (namely the PwC
report that tested the assumed patient travel flows under each of the four
options presented for public consultation) should have been made available
during the consultation period. This is demonstrated by the following extract
from the IRP’s advice:

'‘The Panel believes that it should have been available at a much earlier
stage so that it could be communicated to all intérested parties. PwC’s
report was published on the NSCT website in @ctober 2011. The Panel
considers that (subject to forthcoming legalgudgement) any comments
the Joint HOSC (or any other interested party) may wish to make with
regard to this report should be accepted by the JCPCT and,considered
alongside the report itself as part ofdts decision-making process.’

We considered the PwC report that testedithe assumed patient travel flows and
manageable clinical networks at our meeting,on 49 December 2012. The
outcome of our deliberations was issued to the JCPCT in April 2012 and is
attached at Appendix 3.

However, despite the clear advice fromtheéylRP that any additional comments
we provide regarding the PwC report should bextaken“into account, within the
JCPCT'’s response tofour initial report.thére is noreference to our comments on
the PwC report. We can only conclude that the comments we provided
have not been considered by the JCPCT.

The Joint Committee of Primary Care Trusts (JCPCT)

As outlined previously, the JCPCT was established in xxxx for the purposes of
formal public consultation and decision making about the future provision and
delivery of children’s\cardiac surgical services in England.

Following the public consultation (March 2011 - July 2011) and subsequent
delays in the decision-making process - primarily caused by various legal
proceedings = at itsqmneeting on 4 July 2012 , the JCPCT agreed consultation
Option B forimplementation and the designation of congenital heart networks
led by the following surgical centres:

Newcastle upon Tyne Hospitals NHS Foundation Trust

Alder Hey Children’s Hospital NHS Foundation Trust

Birmingham Children’s Hospital NHS Foundation Trust

University Hospitals of Bristol NHS Foundation Trust
Southampton University Hospitals NHS Foundation Trust

Great Ormond Street Hospital for Children NHS Foundation Trust
Guy’s and St. Thomas’ NHS Foundation Trust
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Background

27. At our meeting held on 24 July 2012, we considered the JCPCTs decision and
the associated Decision-Making Business Case.

28. At that meeting we heard from a range of interested parties that all contributed
to the our consideration of the JCPCT's decision, including:

Representatives from the JCPCT and supporting secretariat;
Parent representatives;

The Children’s Heart Surgery Fund (CHSF);
Clinical representatives from Leeds Teachi
Other elected representatives.

itals NHS Trust;

29. The minutes from that meeting are attache i he outcome
from our July 2012 meeting and consider. i idence is

presented in the following sections of
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30.

31.

32.

33.

34.

35.

Conclusions and
J) Recommendations

Overview

As the Joint Health Overview and Scrutiny Committee for Yorkshire and the
Humber, we represent the 15 top-tier authorities and the 5.5 million
residents from across our region.

Throughout our consideration of the proposals to reconfigure Children’s
Congenital Cardiac Services, we have sought to take account of a wide range of
evidence and engage with a number of key stakeholders - to help in our
understanding of the proposals and the likely implications,across Yorkshire and
the Humber.

At the time of publishing our initial reportdn October 2011, we reported that we
had not been able to consider all the information we identified as being
necessary to conclude our review ahead of the 5 October 2011 consultation
deadline. Regrettably — even though the JCPCT sfdecision was made in July
2012 - we still feel we have been denied access to information we
believe to be relevant to the review and the associated decision-making
processes. We feel very strongly that such information should have been
made available for general public scrutinysand certainly once it had been
identified by a legitimate statutory body established to review decisions and
decision-making within the NHS.

We believe the approach adopted by the JCPCT and its supporting
secretariat has, at times, been unhelpful and obstructive - and well
below the standards of opénness and transparency we would expect from a
publicly funded bodyj established to werk'in the interests of the public. As
such,ave are again stunned by the contempt displayed towards the legitimate
public scrutiny“ofithe review and its decision-making processes. We believe
that such behaviour should not be tolerated and a significant shift in
organisational culture is required.

We challenge the JCPCT'’s assertion that it has been completely open
and transparent in/its decision-making - not least of all due to the
complete lackef any publicly available reports from the numerous meetings
held in private, and the refusal to release the individual scores from Sir
Professor Ian Kennedy’s assessment panel members. A complaint has been
lodged with the Information Commissioner’s Office in this regard and our
detailed views are outlined elsewhere in this report.

Nonetheless, this report has been compiled based on the evidence and
information available to us at the time of its writing. Once again, we reserve
the right to add further comment and/or recommendations as and
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36.

37.

38.

39.

40.

Conclusions and
J) Recommendations

when any additional information we have requested or any other
relevant details become available.

We maintain that the Leeds Children’s Hospital provides the most
comprehensive range of clinical services for children suffering from congenital
heart conditions. As such, we believe the JCPCT'’s decision will result in a
worsening in the level of service offered to childreniand families
across Yorkshire and the Humber. This is not necessarily as a result of the
proposed model of care, but largely due to the range of services available at
some of the alternative surgical centres identifieddfor future designation.

We believe that without the retention of the_surgical centre‘atiLeeds Children’s
Hospital, the overall patient experience for children and families across
Yorkshire and the Humber will be significantly worse. This belief is based
on the following reasons:

e The range of interdependent surgical services;, maternity and neonatal
services are not co-located at proposed altérnative surgical centres available
to Yorkshire and the Humber ¢hildren and their families;

e Fragmentation of the already \well established‘and very strong cardiac
network across Yorkshire and the Humber;

e The current seamless transition between cardiac services for children and
adults across Yorkshire,and the Humber;

e Considerable additional journey times and travel costs — alongside
associated increased accommodation, childcare and living expense costs and
increased stress and strain on family life at an already difficult time.

As outlined. in our previous report, we maintain that the decision of the JCPCT -
insofar as'it relates to the designation of children’s congenital cardiac surgical
centres and the establishment of associated clinical networks — will have a
disproportionately-negative impact on the children and families across Yorkshire
and the Humber. Therefore, we dispute the JCPCT'’s claim that its decision
will lead to improved outcomes and services for all children across
England.

We would like to make it explicitly clear that our view of the JCPCT’s decision is
not based on any misguided loyalty towards the surgical centre at Leeds
Children’s Hospital — which has been an assertion made by members of the
JCPCT and others. Our view of the JCPCT’s decision is primarily based
on the best interests of children and families across Yorkshire and the
Humber. We believe that the JCPCT and its supporting secretariat has not
grasped this fundamental and underlying principal to our work.

Given the JCPCT's decision and some of the assumptions set out in the
decision-making business case, some of our arguments make reference to the
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41.

42.

43.

44,

45,

Conclusions and
J) Recommendations

surgical centre and facilities available at Newcastle. The purpose of any
comparisons is to help demonstrate the likely impacts of the decision on
children and families across Yorkshire and the Humber.

However, from our initial report and one of its principal recommendations, it is
clear that we never saw this as a ‘Leeds versus Newcastle’ issue. We believe
such a stance is too simplistic and therefore maintain and reinforce our original
position detailed in our principal recommendations (Table 2). We firmly
believe that a North of England solution is needed, that recognises and
reflects the demographics and geography of this part of the country.

The structure of this report is based on the additional information we previously
requested, namely:

e The detailed breakdown of assessment scores for surgical'centres
produced by the Independent Expert Panel (chaired by Professor Sir Ian
Kennedy) - referred to as the ‘Quality, Scores’.

e A finalised Health Impaet, Assessmentireport.

e A detailed breakdown of the likely impacts on identified vulnerable
groups across Yorkshire and the Humber highlighted in the Health
Impact Assessment (interim, report).

e The Price Waterhouse Coopers (PwC) report that tested the assumed
patient travel flows under each of the four options presented for public
consultation.

We also believe thereare some;significant flaws and anomalies in the
JCPCT sidecision-making processes,’in addition to the issues around
openness and transparency in decision-making referred to above.

Quality Scores

Quality in.the NHS

The emphasis on ‘quality’ has been a constant throughout the review process,
with the overall assessment scores produced by the Independent Expert Panel
(chaired by Professor Sir Ian Kennedy) - the Kennedy Panel, often and
routinely been referred to as the ‘quality scores’ by the JCPCT and its
supporting secretariat. However, we believe the JCPCT and its supporting
secretariat have been somewhat disingenuous in this regard.

We recognise that service quality is an important consideration in all service
reconfigurations. However, in considering quality we would like to refer to the
National Quality Board’s (NQB) recently published draft report — Quality in the
new health system: Maintaining and improving quality from April 2013
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Conclusions and
J) Recommendations

(published in August 2012) - which sets out the following three dimensions
used to assess quality across the NHS:

¢ clinical effectiveness - quality care is care which is delivered
according to the best evidence as to what is clinically effective in
improving an individual’s health outcomes;

o safety - quality care is care which is delivered sagyas to avoid all
avoidable harm and risks to the individual’'s saféty; and

o patient experience - quality care is care which looks to give the
individual as positive an experience of receiving and recovering from
the care as possible, including being treated according to what that
individual wants or needs, and with_compassion, dignity and respect.

46. The NQB’s report makes reference to theése dimensions forming a single
definition of quality for the NHS - first'set,out in LordyDarzi’'s report —=»High
quality care for all: NHS Next Stage Review\final feport (June 2008). The
report goes on to state that the definition and\dimensions of quality have since
been embraced by staff throughout the NHS and subsequently by the Coalition
Government.

47. We recognise that on the advice of the Safe and Sustainable Steering Group -
i.e. that a meaningfulf@analysis of outcome data‘was,not possible due to the low
volume of surgicalfprocedures nationally and within centres, and because it
would not adjust for risk factors that 'can have a bearing on outcomes such as
the severity of the clinical condition ofindividual children — outcome data was
not generally taken, into account.as part of the review. We also recognise that
the NQB'’s report hasyonly recently been published. Nonetheless, we believe the
reference to axdefinition for quality that dates back to 2008 is very striking — as
there appears to have been little reference to this definition of quality within
the review process, and in particular the assessment process adopted by the
Kennedy Panel.

48. We note the report from the panel of experts chaired by Mr James Pollock -
that undertook a limited review of three centres following an analysis of
mortality datayprovided by an independent third party — and acknowledge this
work did not result in any changes to the assessment scores.

49. Nonetheless, given the JCPCT’s continued and, in our opinion, over reliance on
the Kennedy Panel’s scores to define ‘quality’ at existing surgical centres, we do
not believe there has been sufficient assessment of the definition and other
dimensions of quality adopted across the NHS within the review in general and
in particular within the methodology adopted by the Kennedy Panel. As such,
we would question whether the Kennedy Panel assessed quality in a
way that is consistent with the definition and dimensions of quality
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51.

52.

53.

54.

Conclusions and
J) Recommendations

that the NQB advise us have '...been embraced by staff throughout the
NHS and subsequently by the Coalition Government.’, which essentially
dates back to 2008.

Kennedy Panel’s detailed scoring

It has been clear to us from an early stage of our deliberations that the overall
assessment scores produced by the Kennedy Panel have been a
material consideration for a significant proportion of the review
process. The Kennedy Panel scores were includeddn the original consultation
document in the form of a ‘league table’ (page 82) and 'we, believe these not
only influenced the assessment of the configuration options determined as
‘viable’ by the JCPCT (as detailed on page 83 of the original ‘consultation
document), but they were presented in sdch a way (i.e. in the'form of a league
table) designed to influence public opinion regarding the reconfiguration options
put forward.

Our repeated requests for the detailed breakdown of the Kennedy Panel scores
are well known and have been well,documented.» Our concerns around being
denied access to the detailed breakdown of this information was highlighted in
our original report and previous ‘referral'toithe Secretary of State for Health
(October 2011).

In considering this aspect ofiour referral, we were disappointed with the initial
advice provided by the Independent Reconfiguration Panel (IRP), which stated:

'Since the detailed breakdown of assessment scores has not been
seen by the JCPCT, it was not:material to the production of the
consultation document, nor will it be material to the decision-making
process. The JCPCT's commitment to release this information once it
has made its final decisions is, in our view, reasonable.’

While we accept the'IRP’s comments - insofar as the breakdown of the scores
may nothhave been directly material to the production of the consultation
document =, it is clear that the overall scores were material and were presented
in such a way.as todnfluence public opinion. Given the significance that the
JCPCT has attached to the Kennedy Panel scores — as evidenced in the decision-
making business case - we maintain that the detailed breakdown of the
Kennedy Panel scores should have been made available to us at the
time of our original request. Indeed, since the JCPCT’s decision on 4 July
2012, our view in this regard has strengthened significantly.

During the period of public consultation, we questioned the JCPCT's rationale
for not considering the detailed Kennedy Panel scores before agreeing the
options for consultation. Not only do we believe this to have been a poor error
of judgement, but we also believe the JCPCT failed to sufficiently assure
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56.

57.

58.

59.

60.

Conclusions and
J) Recommendations

itself of the robustness of the Kennedy Panel scores and ensure they
were fit for purpose. We believe these to be fundamental aspects of the
JCPCT'’s before using such details to significantly determine the options
presented for public consultation.

Post the JCPCT’s 4 July 2012 decision

Since the JCPCT'’s decision-making meeting, we have bgén’able to gain access
to more information - including the detailed breakdown of the Kennedy Panel
scores we originally sort. However, we should point out,that this in itself was
not straightforward, as we were presented with different versions where the
sub-scores simply did not add up. We assume this was human error rather
than anything more deliberate or cynical. However, we believe,providing the
information originally requested at least #2-months earlier, should have been
handled in a much better and less confdsing way.

We believe we have now had access to the ‘original”and ‘re-weighted’ Kennedy
Panel scores. The ‘re-weighted’ scores were produced as part of the sensitivity
testing work undertaken by the JCRCT and its supporting secretariat. It should
be noted that we have also gained access to copiesof the minutes from formal
meetings held by the JCPCT since its establishment.

However, we have not gained access\todall the reports we have requested - nor
have we been givén access to the detailed scoring of individual members of the
Kennedy Panelgf as requested. In thisiregard, we wish to highlight the following
comments from the Safe and Sustainable, Programme Director, in his letter to
the Chair of theJoint HOSC, dated 17 August 2012:

'T have considered whether the request for disclosure of the
individual'scores by panel members is reasonable for the purpose of
Scrutinising the JCPCT's decision. I have decided not to disclose the
individual scores as the panel members were not asked to submit
individual scores to the secretariat or to the JCPCT...’

Once againy, we belieye this demonstrates a level of disregard to open and
transparent decision-making that is wholly unacceptable, and we would
question the rationale of the Programme Director’s decision.

Nonetheless, we have gained access to some additional information and our
original concerns regarding ‘the quality scores’ and the JCPCT'’s reliance
on such information within its decision-making processes have been
exacerbated.

As previously outlined, during the period of public consultation, we questioned
the JCPCT's rationale for not considering the detailed Kennedy Panel scores
before agreeing the options for consultation. However having considered the
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62.

63.

64.

Conclusions and
J) Recommendations

details of the minutes from the JCPCT meeting on 28 September 2010, we now
believe that the JCPCT’s actions - based on the advice of Professor Sir Ian
Kennedy - were an attempt to make the JCPCT less susceptible to legal
challenge regarding the ‘quality scores’. Given the significance placed on the
Kennedy Panel scores by the JCPCT, we believe such behaviour is not in
the spirit of open and transparent decision-making and feel the JCPCT
has been somewhat Machiavellian in its approach to\this part of the
review and decision-making processes. Consequently, we believe the
JCPCT has not conducted all its business in a mannef we would expect from a
publicly funded body, established to work in the interests,of the public.

We also believe that the JCPCTs decision to deny itself accessito the detailed
Kennedy Panel scores — and subsequent use of this decision te deny us (and
others) access to the information — effectively prevented public'scrutiny of such
information at a more appropriate time (i.e. during the period of public
consultation). We recognise that at the time of the IRP’s initial assessment of
our previous referral, the significance of the detailed Kennedy Panel scores and
the JCPCT's rationale for denyifg,itself access'to such information, may not
have been apparent. Therefore we,would ask that the IRP reconsiders
the advice previously provided to the Secretary of State for Health in
this regard.

Consideration of the Kennedy Panel'scores within the decision-making business
case

It is clear to us that the overall Kennedy Panel scores have been a significant
and material consideration throughout thereview and decision-making
processes.. Havingfinally received theoriginal’ and ‘re-weighted’ Kennedy
Paneldscores, we have now been able to consider these in detail. A summary
analysis of the ' Kennedy Panel scores is presented at Appendix 5.

By'its,very nature the term ‘quality’ can be a very subjective. It follows,
therefore, that the assessment of ‘quality’ is also likely to be subjective without
a clear definition of what constitutes ‘quality’. Nonetheless, as outlined
previously, the National Quality Board (NQB) has recently published three
domains used to assess quality across the NHS - which have their routes in
report published by Lord Darzi back in 2008. We believe the quality of surgical
centres should have been assessed against the criteria embraced and used
more generally across the NHS.

However, there appears to have been little reference to the generally accepted
definition and dimensions within the assessment process adopted by the
Kennedy Panel. Nevertheless, there are numerous referrals within the decision-
making business case that states the Kennedy Panel scores provide an
assessment of surgical centres’ compliance with the Safe and Sustainable
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designation service standards. However, the analysis provided at Appendix 5
demonstrates that the Kennedy Panel scores did not just assess centre’s
compliance with the service standards. We wish to specifically highlight the
following points:

e The assessment of centres’ current performance against the service
standards represents 16% (100 out of a possible total of 610) of the
original assessment score and 17% (103 out of & possible 609) of the
re-weighted scores. (see Appendix 5 — Table D and Table F)

e The assessment of centres’ development plans against the service
standards represents 16% of both the original and re-weighted
assessment scores — 100 out of a possible total of 610,and 100 out of a
possible 609, respectively. (see Appendix 5 - Table D and Table G)

e The assessment of the impact of increased activity against the service
standards (i.e. ability to meet the minimum«0f,400 surgical‘proecedures)
represents 48% (290 out of a possible total of 610) of the original
assessment score and 50% (304 out of@ possible 609) of the re-
weighted scores. (see Appendix 5 - Table,D and Table H)

e The ‘Leadership and Strategic Vision’ criterion (which does not form part
of the service standards)‘has been aysignificant,factor in the assessment
scores — representing 20% (120 out of aypossible total of 610) of the
original assessment,scores and47% (102 out of a possible 609) of the
re-weightéd scores. (see Appendix 5 — Table C1 and Table C2)

e Whengresenting the outcome of the assessment visits to the JCPCT
meeting.on, 7 July 2010, Sir Ian'Kennedy highlighted the following key
themes identified during thewpanel’s work:

o "Fhe importance of a seamless transition between antenatal
diagnosis through to adult services — meaning the fragmentation
of pathways should be avoided;

o The need fora sustainable workforce (including nursing);

The importance of formal network arrangements;

o The size of centres was important to ensure sufficient experience
among surgeons.

o

However it was also highlighted that these themes had not affected the
quality scores. We question the methodology of an assessment
approach that identifies key themes, but then fails to recognise such
themes within the final assessment score.

65. We believe it is important that these details - in particular the ‘Leadership and
Strategic Vision’ criterion, which does not form part of the service standards -
should be considered in the context of the ‘Strength of Network’ criterion, which
represents 12% and 10% of the original and re-weighted assessment scores,
respectively. We believe this is particularly relevant given the comments of the
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Chair of the JCPCT at its decision-making meeting on 4 July 2012, when
stressing the ‘importance of teams and people’ in delivering successful
outcomes.

Given the Kennedy Panel’s role was to assess ‘quality’ at each of the existing
surgical centres and the well used quote from Professor Sir Ian Kennedy,
'...[that] mediocrity must not be our benchmark...”, we believe it is interesting
that each of the following criterion represent significantly less of the overall
‘quality scores’ than the ‘Leadership and Strategic Vision':

Strength of network
Facilities and capacity
Ensuring excellent care
Age appropriate care

e Information and choices
It is not clear where the Kennedy Panelfweightingsiwere agreed and whether
these were tested with any other stakeholders -«he rationale is unclear. We
believe that if deviating from the defined assessment of NHS quality suggested
by Darzi and the NQB, the agreediclinical standards provide the best overall
definition of quality — particularly, given,the associated endorsements from
relevant professional bodies. As such, we do _not understand why the clinical
standards - and current performance against these standards - have not
featured more highly within the assessment process» Nor do we understand
why the ‘Leadership and Strategic Vision’ criterion — which does not form part
of the service standards - has been ranked and weighted so highly. Given the
significance attached to the ‘quality scores’ within the decision-making
processes, we questioniwhether these proportions reflect a definition of
‘quality’ recognisable to children and families currently accessing the
service, or the public in general.

Nonetheless, it is clear that within the Kennedy Panel’s (and therefore the
JCPCT's) overall assessmentofi'quality’, the ‘Leadership and Strategic Vision’
criterion, has had a significant impact on the overall ‘quality scores’. However,
we believe,it should be noted that some of the Trusts assessed are NHS
Foundation Trust and some are not — which we believe should be a significant
consideration in, thé respective scores for different surgical centres. However, it
is unclear if/ how ‘Trust status’ has been taken into account and reflected in the
assessment scores for ‘Leadership and Strategic Vision’.

It should be noted that we are not suggesting that the Kennedy Panel did not
identify any relevant issues around Leadership and Strategic Vision; however,
we are questioning the significance and weightings applied as part of the
assessment of quality. We believe matters around Leadership and Strategic
Vision could have equally been identified and addressed as part of the

20

Review of Children’s Congenital Cardiac Services in England: 2" Report
Published: November 2012



70.

71.

72.

Conclusions and
J) Recommendations

implementation phase of the review - as has been the case for other important
matters.

Once again, had we not been denied access to the detailed scores until after
the JCPCT's decision, we believe it would have been more appropriate for these
matters to have been considered during the original consultation period.

Report of the Independent Expert Panel, Chaired by Professor Sir Ian Kennedy
(December 2012)

We believe it is worth being explicit that the Kennedy Panel report (and
subsequent scores) is based on the assessment of the ‘core’iservice standards
for designation. A detailed breakdown of thé proportion of ‘core’ standards - as
they related to the (then) total number of service standards -"is presented at
Appendix 5. However, we feel it is warth highlighting that service quality
has been assessed using less than 35% of the'total number of 'service
standards.

Having had access to the detailediscores fromthe Kennedy Panel to consider
alongside the December 2010 report, we believe'it is also useful to highlight the
following general observations.

e The Panel didnet seek to compare centres,as it made its deliberations -
yet the assessments have expliCitly been used for that purpose. It is
also unclear whether or not the Panel used a ‘model answer’ or
attempted to define what constituted an ‘exemplary response’. We
believethis is particularly unclear in terms of the assessment of the
impact of increased activityragainst the service standards (i.e. ability to
meet,the minimum of 400 surgical procedures). We believe this is
particularly relevant, given this element of scoring represents 48% (290
out of a possible total of 610) of the original assessment score and 50%
(304 out of'a possible609) of the re-weighted scores.

e [he Panel received a briefing on 20 May 2010, which included an outline
ofithe ‘importance of ensuring the process is transparent, proportionate
and fair.” — our experience suggests the process has been anything
other thantransparent’. Due to the lack of transparency, it is difficult
to comment (with any certainty) on whether the process has been
‘proportionate and fair’.

e We believe it is difficult to see how the comments detailed in the
December 2010 report have been translated into the detailed
assessment scores. We believe the details warrant further and more
detailed scrutiny - something we have been attempting to undertake for
over 18 months.
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Care Quality Commission — review of compliance at University Hospitals Bristol
NHS Foundation Trust (October 2012)

We are aware that, in October 2012 - following an inspection at Bristol Royal
Children’s Hospital, the Care Quality Commission (CQC) issued a formal
warning to University Hospitals Bristol NHS Foundation Trust. The formal
warning was in relation to staffing levels on the children’s, cardiac ward (ward
32) at Bristol Royal Children’s Hospital and we note that'the CQC found the
Trust had been failing to meet three essential standards of quality and safety
covering:

e Staffing levels - with not enough qualified, skilledvand experienced
staff to meet patients’ needs. In addition, the Trustidid not have a
designated high dependency unit te‘provide care to children who may
require closer observation and meonitoring than is usually.

o Staff training and support -'it was founddhat staff were 'not
supported to deliver care and treatment safely and to an appropriate
standard. Several members of staff expressed concerns about the lack
of specialist training far doctors, registered nurses and health care
assistants in children’s ‘cardiacycare or high dependency care.

e The overall care and welfare of patients — while patients were
generally safe, there weretinherent risks'to health and wellbeing which
the Trust had beemaware of forsome time, but had not effectively
addressed.

We also note that.the Trust has since reduced the number of beds on the ward
from 16 to 12 and decided to reduce its programme of cardiac surgery in line
with thesnew bed capacCity.

Although we have not considered the CQC’s report and the Trust’s response in
detail, we are saddened that children and families accessing children’s cardiac
services at Bristol Rayal Children’s Hospital have not received the necessary
standards and quality of care. However, in light of the CQC's report, we feel we
must question the accuracy and validity of the Kennedy Panel’s assessment,
which does net appear to have identified any similar issues, and in many cases
describes the services on offer as ‘good’.

We recognise that the Kennedy Panel’s assessment (site visit 28 May 2010) and
the CQC inspection (site visit 5 September 2012) present information from
different points in time, however given the significance placed on the Kennedy
Panel scores (by the JCPCT) to define ‘quality’, we believe the findings of the
CQC are significant and warrant further and more detailed scrutiny of the
Kennedy Panel scores — something that we have been attempting to undertake
for over 18 months.
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The Health Impact Assessment (June (2012))

Prior to finalising our October 2011 report, we requested a finalised Health
Impact Assessment (HIA) report. We note that this was published in June
2012, with extracts included in the JCPCT’s decision-making business case -
including a summary of the impacts on pages 82 and 83. This details 12
different reconfiguration models (7 different 7-site models;, 3 different 8-site
models; 2 different 6-site models). The public consultation document proposed
4 different reconfiguration models - 2 different 7-site models and 2 different 6-
site models. As such, we believe it is worth highlighting that the majority
of options (8 from 12), where the health impacts have been assessed,
have not been tested through public consultation.

We are disappointed to note that the 8-€entre option recommended,.in our
response to the consultation and detailed\in our original report (October 2011)
has not been the subject of a detailed HIA. "We are also disappointed that a
similar HIA - based on the existing configuratien of surgical centres — was not
presented for comparative purposes. We believe,this would have proved
extremely useful to those seeking to eompare the impacts of alternative
models, relative to the current provision.

Nonetheless, we believe, that the HIAdemonstrates that, in those
proposed models where the surgical centre in'Leeds is retained, the
negative impacts are less when compared to similar models where the
surgical centre in Leeds is not retained. We believe this supports our
comments about the fundamental principals of planning health services - i.e.
they should be located.

Wedrecognise a summary of impacts by vulnerable group is presented in Table
7.4 of the HIA. "While our comments in this regard are detailed elsewhere in
this report, we are disappointed to see there is no comparison of the impacts

across different regions/ areas highlighted in the table.

We also believe there has been insufficient consideration of the
impacts of the various options on the capacity of ambulance/ patient
transport services. This is reflected in the minimal comments highlighted on
pages 75 and 76 of the HIA.

We believe there is evidence of conflicting information and at least one anomaly
within then the HIA report, compared to the decision-making business base.
This relates to Option G - and the patient flows from the ‘NG’ and ‘LN’
postcodes. These areas are highlighted as being in different networks in the
HIA (Leeds network) and the decision-making business base (Birmingham
network). At best this is sloppy and misleading to the those outside of the
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decision-making processes and, at worst, could call into question the validity of
other data presented and relied upon in both documents.

Furthermore, we have identified further errors in the HIA - relating to Table 4.2
(Increased volumes of paediatric cardiac procedures by hospital network). The
table seeks to present increases and decreases across different surgical centres
- however the total number of procedures remains constant. As such, the sum
of the various increases and decreases within each option should total ‘zero’.
This is not the case for any of the options presenteds with a maximum error of
93 additional procedures (under Option B). We have been advised that this is
an administrative error with no material impact.“Once again, we believe the
best case scenario is that this is sloppy and potentially misleading
presentation.

Our comments regarding the likely impacts on identified vulnerable groups
across Yorkshire and the Humber, and the issuesighlighted in the Price
Waterhouse Coopers report around patient'flows and clinical networks, are
detailed elsewhere in the report:

Likely impacts on identified vulherable groups across
Yorkshire and the Humber

Prior to submitting our previeus report, we sought additional, and in our view
essential, information on the following vulnerable groups highlighted in the
Health Impact Assessment (HIA) Interim\Report:

e Children (under 165) who areythe primary recipient of the services under
review,and, therefore, most sensitive to service changes;

o ( People‘who. experience socio-economic deprivation;

e People from Asian-ethnic groups, particularly those with an Indian,
Pakistani, Bangladeshi and other Indian subcontinent heritage;

e Mothers who smeke during pregnancy; and

e ‘Mothers who are obese during pregnancy;

Thesexgroups are defined as vulnerable groups because they are more
likely toneed the services under review and, are most likely to
experienceldisproportionate impacts.

We maintain our position as previously stated and set out in our initial report
(October 2011).

However, we have subsequently received the following details outlined in the
IRP’s referral advice (dated 13 January 2012), which states:
'The information requested was not held and, having considered the
Joint HOSC's request, the JCPCT concluded that the HIA process
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would not benefit from this additional analysis, nor would it be
equitable to commission it for one area only. The Panel agrees with
this position on the basis that the final HIA report is suitably
comprehensive.’

We were disappointed with the IRP’s advice in this regard and at the time found
it hard to believe that the information requested was notfavailable, at least on a
regional basis.

Subsequently, some information in this regard appears in,the published
appendices to the final HIA (dated November 2011) - available on the Safe and
Sustainable website — which includes the following information:

Appendix A. Stakeholder forums inyitation lists

Appendix B. Stakeholder Consultation Findings

Appendix C. Service demand and“atyrisk’ patient groups
Appendix D. Postcode districts and vulnerable groups
Appendix E. Carbon Assessment

Table 4 (below) summarises the ‘issue and revision’ information detailed in the
appendices document. From the detailssabove, we do not feel it is
unreasonable to assume that the informationywe requested may have been
available at the time_ofyrequest, and almost certainly became available at some
point relatively sooh after. \Given we made a specific request for this
information, weelieve the JCPCT and its supporting secretariat had a
responsibility £0 ensure we were provided with any associated information as
soon as it became,availablée. This was not the case - even once we requested
all previous draft'version of the HIAw, We believe this reflects the, sometimes,
less than"helpful approach taken when dealing with our legitimate requests.

Table 3: HIA appendices issue and revision information

Revision Date Originator | Checker | Approver | Description

1 30/11/11 D KS BN Draft
2 01/06/12 D KS BN Draft
3 20/06/12 JD IS BN Final version

While the HIA concludes that the differences between the options are ‘fairly
marginal’, we believe this is based on the assessment of total nhumbers
affected, rather than an analysis and assessment of the affects in different
regions. Nonetheless, we believe the details presented via the various maps
outlined in the final HIA report support our previously held view, that Yorkshire
and the Humber has a significant concentration of vulnerable groups, including
large South Asian populations in Kirklees, Bradford and Leeds who we know are
more susceptible to congenital cardiac conditions.
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92. As such we believe the JCPCT’s decision will have a disproportionately

93.

94.

95.

96.

97.

negative impact on the vulnerable groups across Yorkshire and the
Humber.

The Price Waterhouse Coopers (PwC) report — patient flows
and clinical networks

As outlined earlier in this report, we considered the/PwC report that tested the
assumed patient travel flows and manageable clinical networks at our meeting
on 19 December 2011. The outcome of our deliberations‘was issued to the
JCPCT in April 2012 and is attached at Appendix 3.

We welcome the findings of PwC, which we believe supports.our
previously reported view, that children and families from across
Yorkshire and the Humber will not travel tothe surgical centres
assumed by the JCPCT (in particular Newcastle) ahead of the public
consultation. We still believe this to be the case and have significant
reservations about the ability of the Newcastle surgical centre to achieve the
minimum of 400 surgical procedures set out.in the'designation standard.
Should this standard be upheld and\the Newcastle surgical centre fail to achieve
it, we believe the option agreed by the JCPCT is at significant risk of
being unsustainable in"the future.

As mentioned previously, despite clear'advice from the IRP that any additional
comments we provided regarding,the PWC\report should be taken into account,
within the JCPCT's response to our initial report there is no reference to our
comments in this regard. We can only conclude that the comments
provided have not been considered by the JCPCT.

Patient flows

The proposed patient|flows for the option agreed by the JCPCT are based on the
2010/11°CEAD data. /While we have the total number of procedures — broken
down by surgical centre, for 2010/11 (detailed in Appendix 6) — we have not
received the detailed postcode analysis provide for the four proposed options
presented in the consultation document. However, based on the 2010/11
CCAD data (and a total of 3740 procedures (approx.) per annum), page 158 of
the decision-making business case details the projected number of procedure
per surgical centre under each of the 12 options considered.

Under the agreed option, the Newcastle network is forecast to undertake 559
procedures - including a significant proportion of the 336 procedures
undertaken at the Leeds surgical centre.
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We recognise that, given the feedback it received during the public consultation
and the outcome of the PwC report, the JCPCT has sort to explore the issue of
patient flow and manageable networks in more detail. This is primarily
presented by way of a sensitivity test (Sensitivity F) detailed in the decision-
making business case. However, we have some significant concerns
regarding the validity of ‘Sensitivity F’ as follows:

Given the outcome of the additional work/ analysis undertaken by PwC,
we do not understand the rationale for assuming 25% of patients from
Doncaster (DN), Leeds (LS), Sheffield (S) and Wakefield (WF) will flow
to Newcastle. In addition, it would only'take a further shift of less
than 2% from the DN, LS, S and WF postcode areas to render
the Newcastle centre unsustainable against the minimum
number of 400 procedures per@nnum.

In addition, the sensitivity testétakes no account of patients from the
Hull (HU) and Halifax (HX) postcode,areas~ who, as highlighted in our
previous report, are equally as likely te choose an alternative surgical
centre to Newcastle. We,estimate this could be in the region of between
27 and 36 patients periannum - castingfurther doubt on the Newcastle
centre’s ability to achieve the'minimum number of 400 procedures per
annum. In addition, given the PwC report highlights that, under
options A, B_.and C, patients from the East Coast in particular
would experiencean increased risk due to extended travel
times, we would question why such risks do not appear to have
been reflected in the sensitivity tests undertaken.

Combining these issuespsuggests there could be a net reduction of
between 183 and 244 procedures per annum against the projected
activityylevelsiat Newcastle — resulting in the surgical centre undertaking
between 376 and 315 procedures per year. This does not take into
account any other‘potential reductions arising from elsewhere across
Yorkshire and the Humber, yet still casts significant doubt on the
Newcastle centre’s ability to achieve the minimum number of
400 procedures per annum.

The impactiwould result in Option B failing to score against
‘sustainability’ and reducing the overall score to 211, with
Option'G becoming the highest scoring option.

Notwithstanding the points above, there are also a number of
arithmetical errors evident in ‘Sensitivity F’. For example, additional
patient numbers (arising from a reduced number of patients allocated to
the Newcastle network) have been included in the Liverpool projections
rather than the Birmingham network. Using the recalculated net
reduction of between 183 and 244 procedures for Newcastle could have
a significant impact on the Birmingham and/or Liverpool networks, with
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increased activity resulting in the total number of procedures for
Birmingham of anywhere between 794 and 855 procedures, or at the
Liverpool surgical centre of anywhere between 662 and 723 procedures.
Clearly this could also result in too onerous a caseload for a
surgical centre — again rendering Option B unsustainable.

We believe the above points cast sufficient doubt on this part of the
sensitivity testing undertaken by the JCPCT and its supporting
secretariat. It is unclear what impact this might have had on the JCPCT’s final
decision, but we believe these points are particularly interesting in the context
of the comment made by the Chair of the JCPCT at its meeting on 1 September
2012, where it was stated '...it would [be] pointless to devise a network of
centres that people would not use...”. Theréfore we believe this needs further

and more detailed consideration by the ARP.

Services for Adults with Congenital Heart Disease{ACHD)

We believe the PwC report also corroborates our previous view that the adult
and children’s congenital cardiac services (or at least the outcomes of
the separate reviews) should be considered together, in order to
determine a configuration of surgical centres across England that meets the
needs of both service areas - without the decisiens from one review, pre-
determined the outeome of the other.

This is also supported by the BCCA, which has consistently called for the
services for ACHD to be considered alongside the review of services for
children.

‘It has become increasingly clear throughout this review that
paediatric cardiac surgery cannot be considered in isolation and that
numerous inter-dependencies between key clinical services (from
fetus to adult) must be reflected in the final decision. The BCCA
welcomes the recognition by the review that the linking of paediatric
and adult cardiac services is integral to providing high quality care.
It is important that the centres designated to provide paediatric
cardiac surgery must be equipped to deal with all of the needs of
increasingly complex patients. For these services at each centre to
remain sustainable in the long term, co-location of key clinical
services on one site is essential.’

Given the BCCA’s position regarding the respective reviews for children and
adults, we believe in its response to our previous report, the JCPCT has adopted
an unhelpful ‘pick and mix’ approach to the comments and views from the
BCCA, on which it relies.
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While we accept the JCPCT's advice that it was not established with the legal
powers to incorporate services for adults within its remit, we feel very
strongly that, once issues had been raised with the JCPCT regarding
the obvious links between the two reviews, the JCPCT could (and in our
view, should) have been more proactive in seeking to resolve this
matter. We also believe that the delays in the review process - primarily
caused by the various legal proceedings - presented a geod opportunity for the
JCPCT to ‘do the right thing’ in this regard.

Nonetheless, we maintain that, if the suggested minimum number of 400
surgical procedures were continued to be applied, the current (and
increasing) level of adult surgical procedures carried out across
England would be enough to justify retaining another two,surgical
centres.

Manageable networks

The PwC report highlights that referrers interviewed suggested the most well
developed clinical networks are these related to centres (including Leeds) more
likely not to continue as specialist surgical centres under the options presented
for public consultation. We believe this'supports our previously expressed view
that it is completely illogical to fragment the exXisting strong cardiac network
arrangements across Yorkshire and thedHumber:

We believe that, in any service review and reconfiguration, it is important to
have a clear view, of the strengths of the current arrangements and for these to
be retained and built upon asipart,of the future service model. With regard to
clinical networks, we do not believe thisyis reflected in the JCPCT’s decision.

Wefnote the JCPCT's sensitivity test (Sensitivity C), which purports to ‘assume
significant risks to.the manageability of the Newcastle network and that the
quality sub-criteria are equally weighted’. However, we believe that if the risks
associated with the manageability of the Newcastle network and the quality
sub-criteria are equally weighted, this would result in a reduction in the ‘total
score for quality’ forOption B (from 3 to 2). In turn, this would result in a
reduction of'the overall score from 286 (as presented) to 247 - with Option G
becoming the highest scoring option on 278.

Again, it is unclear what impact this might have had on the JCPCT’s final
decision, however we believe this casts sufficient doubt on this part of
the sensitivity testing undertaken by the JCPCT and its supporting
secretariat that it warrants further and more detailed consideration by the
IRP.
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Other matters - including those previously considered in the
October 2011 report

We have considered a range of other issues, including those highlighted in our
first report (October 2011). For ease of reference, and in light of the additional
information now available, we have attempted to consider these issues in a
similar order to our previous report. As such, the issuesfconsidered in this
section of the report relate to:

Co-location of services;

Caseloads;

Population density;

Vulnerable groups;

Travel and access to services;

Costs to the NHS;

The impact on children, families ‘and friends;
Established congenital cardiac networks;

Adults with congenital gardiac disease;

Views of the people of'the Yorkshire and Humber region;
Nationally Commissioned Services

Services to Scotland and"at Yorkhill Hespital, Glasgow
Implementation

Co-location of services

As previously‘reported, it is widely acknowledged that the co-location of
services brings about huge benefits for children and adults with interdependent
conditions.

Wegdacknowledge the JCPCI’s response to our previous comments and concerns
régarding the co-location‘ofiservices — summarised in its response to us, dated
18 July 2012, and detailed in the reconsideration of issues around co-location
(Appendix V within the decision-making business case).

However,inyconsidering the issue of co-location, we maintain that the JCPCT
has been selectiveqn both its use of the views from others and general
interpretationof €o-location.

As outlined in our previous report, we considered some aspects of Bristol Royal
Infirmary Inquiry report (often referred to as the Kennedy Report (2001)) and
were particularly struck by recommendation 178 within that report, which
states:

'Children’s acute hospital services should ideally be located in
a children’s hospital, which should be as close as possible to
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an acute general hospital. This should be the preferred model
for the future.’

We would still argue that the public would generally consider co-location to
mean just that - services co-located on a single site. We believe that including
centres where such services may be located over multiple hospital sites within
that definition of co-location is misleading and disingenuous.

With regard to the co-location of services, we wouldémake particular reference
to the British Congenital Cardiac Association (BCCA) statement, dated 18
February 2011, which states:

‘It is important that the centres designated to provide
paediatric cardiac surgery must be equipped to deal with all of
the needs of increasingly complex patients. For these services
at each centre to remain sustainable in the long term, co-
location of key clinical services on one site is essential.’

As outlined in our previous reportpcurrently children from across Yorkshire and
the Humber access surgical and interdependent services in a children’s hospital
within an acute general hospital'(Leeds ‘General Infitmary) on one hospital site.
All children’s acute services are genuinely«o-located in Leeds alongside
maternity services, whichiis essential forf the wellbeing of mother and baby if
cardiac interventions are required at birth.

As previously advised by the Yorkshire'and Humber Congenital Cardiac Board
(the regional network body), @anysoption‘without a surgical centre in Leeds will
offer inferior co-location of services forpatients and families from Yorkshire and
the Hamber. This willkhave a detrimental impact on the access to services and
thefoverall patientiexperience compared to the current service in Leeds. We
understand that the range of,interdependent surgical services, maternity and
neonatal services are not co-located at proposed alternative surgical centres
available to Yorkshire and the Humber children and their families. As such, we
believe the JCPCT’s decision - if implemented - represents a worsening
of services available to children and families across Yorkshire and the
Humber.

We understand that with maternity services located on a different hospital site
to paediatric cardiac surgery services at Newcastle. Ancedotally, this could lead
to an increased number of planned caesarean sections, with some doubts over
obstetric referrals to Newcastle as a result. We would again question whether
this would lead to improved outcomes for children and families across Yorkshire
and the Humber.
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In our previous report, we made reference to the importance of a bond
between a mother and new born child. While we would like to reinforce the
points made, we do not intend to repeat any of the information previously
provided. However, in its response to our previous report, the JCPCT makes
reference to the service standards B3, B8, B9 and B10 - which all relate to
prenatal diagnosis and associated issues: However, we note that in its
assessment of quality, the Kennedy Panel only considered\B3 as a core
standard for assessment. As such, we do not believe that the JCPCT has
considered the issues associated with the bond between mother and
child in sufficient detail within its decision-making processes.

More detailed consideration of the Kennedy Panel assessmentiof quality is
presented elsewhere in this report. Nonetheless, we question ayscoring
methodology that attaches significantlydgreater weighting to ‘Leadership and
Strategic Vision’ than is attached to other, and in oufyopinion, more important
factors such as ‘Strength of Network’, ‘Facilities and Capacity’ and ‘Excellent
Care’ — with the latter receiving only 50% of the weighting of Leadership and
Strategic Vision’. We do not bélieve that the weightings attached to the various
components of the Kennedy Panel’s assessmentiofiquality are in line with the
public definition of quality. Indeed, we have not been presented with any
evidence to suggest there was any patient and public involvement in
determining the weightings applied by the Kennedy Panel.

Caseloads

From the information available from the Central Cardiac Audit Database (CCAD)
- attached at AppendixZ - inn2009/10'and 2010/11 the Leeds surgical centre
delivered 316 and 3364paediatric cardiac -surgical procedures, respectively.

This répresented approximately 9% of the national caseload. The surgical
centre also delivered 179 (2009/10) and 184 (2010/11) interventional
cardiology procedures. Interms of services to adults the Leeds surgical centre
delivered 78 surgical procedures and 138 interventional cardiology procedures.

In contrast the Newcastle surgical centre delivered 255 and 271 surgical
procedures in. 2009/10 and 2010/11, respectively — representing approximately
7% of the nationalfcaseload. The surgical centre also delivered 107 (2009/10)
and 93 (2010/11) interventional cardiology procedures. In terms of services to
adults the Newcastle surgical centre delivered 69 surgical procedures and 67
interventional cardiology procedures.

From this information, it is clear that not only does the surgical centre in
Yorkshire and the Humber benefit from a significantly larger population
catchment area, it is a larger surgical centre — benefiting from larger caseloads
of cardiac surgery and interventional cardiology procedures - for both
paediatrics and adults.
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Over the two years (2009/10 and 2010/11) the Leeds surgical centre undertook
approaching 25% more paediatric cardiac procedures and over 80% more
interventional cardiology procedures.

In terms of adults, the Leeds surgical centre delivered 13% more cardiac
procedures and 106% more interventional cardiology proCedures.

We believe that, compared to the surgical centre atdNewcastle, the surgical
centre at Leeds is larger in every way. Notwithstanding the issues and
principals associated with sound health planning; we believe an approach
that (effectively) merges a larger surgical centre with a smaller
surgical centre — while maintaining the smaller centre as the host - is
completely illogical. Drawing on our experience of other — albeit,unrelated -
service reconfiguration proposals, we are unable to_identify any that have
suggested such an approach.

Population density

We have already stated on numerous occasions that the population of Yorkshire
and the Humber is in the region‘of,5.5 millien people.»As outlined in our
previous report, it should also be recognised that a total population of around
14 million people aré within a 2-hour drive of the current surgical centre at
Leeds. In planning the delivery of NHS services and to help ensure we make
best use of public resources, it would'seem logical to ensure that specialist
surgical centres are located within areas of higher population - and therefore
demand. We donot believe that,the JCPCT has taken sufficient account of
population density ‘within its decision-making processes and, once again, we
makefreference,to the statement and advice from the BCCA, dated 18 February
2041, which has seemingly. been ignored:

‘The quality of service is key and where possible, the location of
units providing paediatric cardiac surgery should reflect the
distribution of the population to minimise disruption and strain on
families.’

In its response tofour previous report and the concerns raised, the JCPCT
makes reference to ‘the quality of services’ being the most important
consideration for the JCPCT - rather than population density or convenience
and travel. While we understand the importance of service quality (which is
considered elsewhere in this report), we have already outlined our concerns
that children and families from Yorkshire and the Humber will not
receive improved services. Furthermore, we would argue that matters of
access and the associated practicalities are equally important to consider: There
would seem little point in developing the highest quality service in areas of the
country where less of the population can benefit from such quality.

33

Review of Children’s Congenital Cardiac Services in England: 2" Report
Published: November 2012



129.

130.

Conclusions and
J) Recommendations

We also note with interest the reference to the analysis of future activity
projections and the associated population growth within Appendix Y of the
decision-making business case. However, we are concerned that within this
section of the decision-making business case, it is stated that ‘Future growth
has not been projected at postcode level, but nationally’ and *...for planning
purposes, at this stage in the process this level of detail iSynot required...”.

We would be extremely interested to know at what point within the decision-
making process, more detailed population growthdfigures,start to become
necessary. In our view, the JCPCT has not only been 'misadvised, but it
has been negligent by not taking account of more detailed predictions
of population growth. In particular, wedanvould make reference,to the
following sub-national population projections available from the"Office for
National Statistics — which compares the projectionstfor Yorkshireand the
Humber against those for the North East.

Table 4: 2010-based Sub- natienal Population Projections for All
England, Yorkshire and the,Humber and the North East taken
from the Office for National“Statistics

AREA NAME <'AGE):GROUP 2010|2025 | age
change
All ages 52,213 | 58,607 12%
Oto 4 3,267 | 3,485 7%
All England 5te'9 2,903 | 3,561 23%
10 to 14 2,981 3,564 20%
Sub-total 0 to 14| 9061 | 10610 17%
All ages 2,587 | 2,717 5%
0.to 4 148 148 0%
NorthyEast 5to 9 135 157 16%
10 to 14 144 160 11%
Sub-total 0 to 14 427 465 9%
All ages 5,247 | 5,729 9%
. Oto 4 321 336 5%
iﬁ;kﬂ;';fb?;d 5to 9 287 | 347 17%
10 to 14 300 348 16%
Sub-total 0 to 14 908 | 1031 14%
NB Population figures presented in thousands (to one decimal place). Percentages
rounded to full percentage points.
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The details in Table 3 suggest a potentially larger increase in the volume of
paediatric cardiac surgery activity than that identified in the JCPCT’s decision-
making business case - 17% as opposed to 14% (approx.). We believe this
demonstrates significant and material differences in the population
projections for Yorkshire and the Humber compared to the North East
of England. Moreover, we believe that the JCPCT should have considered this
level of detail as part of its decision-making processes anthincluded this within
the decision-making business case.

We have also considered the Heath Impact Assessment report (June 2012)
prepared by Mott MacDonald, and summarised with the decision-making
business case. From this information, it is cléabto us that population density is
a determinant on the impact of proposals # both generally and across
vulnerable groups. However, it is unclear if/how projected population growth
has been taken into account when determining the impacts of the various
configurations of designated surgical centres.

Furthermore, and as outlined iAveur previous report, in terms of delivering
sustainable networks, it seems logical that it will'be more difficult to deliver
care closer to home and share expertiseif the surgeens are more remotely
located from their patients and the staff in the,proposed district children’s
cardiology centres.

However, as previously reported, we'would not wish to see issues that would
affect childrem and families @cross Yorkshire and the Humber simply transferred
to other areas of the country. We believe this further strengthens the
case for a North of England solution that recognises and reflects the
demographics and geography of this part of the country.

\lnerable Groups

Our cemments in this regard are detailed elsewhere in this report.

Travel and.access to services

Overall, we reaffirm our belief that as a result of the JCPCT’s decision, children
and families from across Yorkshire and the Humber will be disproportionately
and consistently disadvantaged in terms of access and travel times. We
believe that extending travel times and the complexity of journeys is
likely to place additional strain on children and families across
Yorkshire and the Humber, at what will already be a particularly
stressful time. As previously reported, we believe this is both unreasonable
and unnecessary.
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. We reinforce our previous points about the excellent transport links to and from

the Leeds, and would highlight the significant impact recent flooding had on
access to Newcastle via the Al.

As such, as outlined in our previous report and mentioned elsewhere in this
report, we would not wish to see issues that would affect children and families
across Yorkshire and the Humber simply transferred to ether areas of the
country. We believe this further strengthens the case for a North of
England solution that recognises and reflects the demographics and
geography of this part of the country.

In our previous report, we made reference to'the evidence 'we,had received
from Embrace? that suggested under Consdltation Option B (theyoption
subsequently agreed for implementation‘by the JCPCT), 73% of the 2010/11
Yorkshire and the Humber transfers could be in.excess of the additional
12 hours highlighted in the review = in_ comparison to the national
figure of 6.2%. We believe this not only represents a disproportionate impact
that has not been adequately s€flected in the'decision-making process, but
further demonstrates that the agreed option represents a worsening of
services currently available to children and families across Yorkshire
and the Humber.

We note that in itsfresponse,to our initial report, the JCPCT refers to evidence it
considered thatawas submitted by Embrace and were assured of Embrace’s
ability to undertake safe and timely retrievals in options where retention of the
surgical centre at Leeds was not proposed. However, it is not clear what
evidence the JCPCT actually considered in this regard and we believe this does
not reflect the,evidence we previously considered, which in summary
suggested:

e An 84% increase in the number of transfer/ retrieval journeys
e Over 100,000 additional miles; and,
e “Over 2000 additional work hours

We were previously advised that any increase in activity would need further
investment in Embrace, with an increase in the number of teams available to
the service (driver, nurse and doctor), alongside an increase in the number of
ambulances and other essential equipment.

Issues around patient flows and cardiac networks are considered elsewhere in
this report. However, we would like to raise the following issue in terms of
travel and access.

2 The United Kingdom’s first combined infant and children’s transport service, which undertakes

neonatal transfers, alongside paediatric retrievals for the 23 hospitals across Yorkshire and the
Humber.
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The proposed configuration model (Option B) assumes the majority of children
from Yorkshire and the Humber will flow to the Newcastle surgical centre, while
children from some areas of West Yorkshire (Bradford, Halifax and
Huddersfield) will flow to the surgical centre at Liverpool. However, it is unclear
whether children from Bradford, Halifax and Huddersfield would access
cardiology services at Manchester (part of the proposed kiverpool cardiac
network) or at Leeds (part of the proposed Newcastle cardiac network). If
accessing services at Manchester, this may not align‘with one of the review’s
aims of delivering care (other than surgery) closer to patients’ homes. Equally,
if accessing cardiology services at Leeds, this would essential result in the
proposed Leeds Cardiology Centre operatings@across more than, one network -
potentially working to different policies and procedures. Either way, we do not
believe this is in the interest of children@nd families across Yorkshire and the
Humber.

However, we recognise that should the surgicaldcentre at Leeds be retained at
the expense of the one currentlylocated in Newcastle, children and families
from across the North East of England, (albeit fewer in number) could be subject
to similar issues around travel and access,to servicesy, As outlined previously,
we would not wish to see issues that would affect children and families across
Yorkshire and the Humber simply transfefred “to other areas of the country.
We believe this further strengthens the case for a North of England
solution that recognises'and reflects the demographics and geography
of this part of the country.

Costs to NHS

As outlined above and in our previous report, we have been advised that any
option where the current surgical centre at Leeds is not retained, will
result in very significant increases in transportation and retrieval costs
for the NHS. However, such considerations are not covered in any detail within
the JCPCT’s decision-making business case - but is seemingly ‘parked’ to be
dealt withhduring the implementation phase of the review. Given that concerns
have been raised that some retrieval services are at capacity, alongside the
significant increase in activity predicted by Embrace across Yorkshire and the
Humber alone,"we believe this matter should have been given much
greater consideration as part of the JCPCT’s decision-making process
and not simply left to be dealt with during the implementation phase of
the review.

Based on the responses to our questions during the consultation period, we
believed that the overall financial implications were likely to be very significant
- both in terms of establishing new arrangements and the on-going delivery of
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the proposed model of care. We were advised that the view was not about
generating savings and was more likely to need additional investment.

However, the decision-making business case sets out the level of increased
spending and 'retained spending' under the various models considered by the
JCPCT. There is a clear correlation between the number of centres and level of
retained financial resource and it states that under Option,B, Commissioners
will retain an estimated £31M to re-invest. However, elsewhere in the financial
analysis section of the decision-making business case it states that reduced
spending should filter through into a reduced tariff'after three years. This
suggests an overall reduced level of spending in relation to these
services and does not reflect the ‘increased investment’ points made to
us during the public consultation.

The financial analysis section of the de€ision-makingsbusiness case also
summaries the impact of de-designation‘on,providers (described as legacy
costs). Under Option B, it is estimated that Leeds Teaching Hospital Trust
(LTHT) will have to budget for.over £14M of legacy costs - the highest for any
de-designated centre and approaching 3 times the,average level of legacy
costs. We believe this is a disproportionate burden for both LTHT and
Yorkshire and the Humber.

The impact on children, families and friends

Given that a fundamental aim of the Safe and Sustainable review, and de facto
the JCPCT's decision, was to deliver a sustainable model for the future, we
cannot state strongly enodghsthat minimising the negative financial impact and
emotional strain on children andfamilies should have featured more strongly in
the deCision-making ‘process.

We acknowledge the, comments made by the JCPCT in its response dated 18
July 2012, howeverias a resulit of the JCPCT'’s decision we believe the
significant impact on home and family life likely to result from this
service reconfiguration will be felt most acutely by children and
families across Yorkshire and the Humber.

We do not believe that such impacts have been given sufficient consideration as
part of the decision-making processes and we are disappointed that a
number of suggestions to mitigate negative impacts have been ‘parked’
for the implementation phase of the review.

Established congenital cardiac networks

Our comments in this regard are detailed elsewhere in this report.

Adults with congenital cardiac disease
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Our main comments in this regard are detailed elsewhere in this report.
However, we believe it is worth reiterating our view that by considering adult
congenital services separately, the outcome from the children’s
congenital cardiac services review will almost certainly pre-determine
the outcome of the review of services for adults with congenital heart
disease.

This was reinforced at our meeting held on 24 July 2012.

The views of the people of the Yorkshire and Humber region

We maintain our previous comments, and we strongly believe there has
been insufficient regard to the views‘expressed by children and
families from across Yorkshire andthe Humber via the petition signed
by over 600,000 people.

Nationally Commissioned Services (NCS) - Heart transplantation, ECMO and

Complex Tracheal Surgery

In our previous report we highlighted concerns around,the significance being
attached by the JCPCT to the provision of Nationally Commissioned Services
(NCS). We believeour concerns in thisaegard havesbeen borne out by the
JCPCT'’s decision.

It is interesting that in the decision-making business, one of the issues around
the need for change highlightspr'€ongenital heart services for children have
developed.on an ad ho€ basis’. However, by considering the current location of
the three related NCS (i.e. heart transplantation, ECMO and complex tracheal
surgery) we believe the'statement highlighted in the decision-making business
case is at least equally relevant to these NCS. However, due to the apparent
risks associated with relocating these services (in particular heart
transplantation) — albeit perhaps to a more rational and logical configuration -
it appearsithat such services have been a significant consideration within the
JCPCT’s decision-making processes.

We note the advice provided to the JCPCT by the Advisory Group for National
Specialised Services (AGNSS) regarding heart transplant services, particularly
in terms of the quality of service currently provided by surgical centre in
Newcastle. However, we would question the evidence that suggests it takes
between 8-10 years for a new programme to develop full expertise. This does
not appear to have been the view of the Cardiothoracic Transplant Advisory
Group (CTAG) when it previously advised the JCPCT.
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In addition, given the very small number of patients and procedures involved,
we do not understand the rationale behind the stated need for two paediatric
cardiothoracic transplant services. There does not appear to have been any
consideration given to amalgamating the current services onto a single site in
London. We find this aspect particularly intriguing - given that one of the aims
of the review of Children’s Congenital Cardiac Services is to reduce occasional
surgical practice. We cannot understand why the same principal should not be
applied to the NCS for children’s heart transplants — orfat least considered in
more detail.

We also note the advice provided by CTAG - that a paediatric cardiothoracic
transplant programme should be co-located .or ¢losely networked with a similar
programme for adults. We believe this provides further evidence to
support the argument that services for children and adults should have
been considered jointly.

In our previous report, we also highlighted“concerns around the assessment
process associated with gaugingythe readiness of other surgical centres to
deliver the three identified NCS., ‘Given the significant change in the position
around Birmingham Children’s Hospital and its abilityato deliver a paediatric
cardiothoracic transplant service, we believe our previous observations and
concerns are both justified and relevant.

Nonetheless, given the circumstances around the NCS and the paediatric
cardiothoracie transplant programme in Newcastle, and other matters relevant
to the North of ‘England (highlighted elsewhere in this report), our over-riding
view is that this aspectprovides further support that a North of England
solution is heeded, that recognises and reflects the demographics and
geography of this part of the country.

Services to Scotland and at Yorkhill Hospital, Glasgow

During the period of consultation, we raised concerns regarding the scope of
the review and the exclusion of similar services delivered in Scotland. We were
advised that the scope of the review was limited to services in England and
Wales. We noteithis advice is repeated by the JCPCT in its response (dated 18
July 2012) to our previous report.

Nonetheless, we have become aware of a published report following a review of
the children’s congenital cardiac services at Yorkhill Hospital, Glasgow. The
report was produced by an Independent Expert Panel, chaired by Professor Sir
Ian Kennedy and published in February 2012.
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. We note that membership of the Independent Expert Panel that reviewed the

services at Yorkhill Hospital was largely drawn from the membership of the Safe
and Sustainable Independent Expert Panel (6 out of 8 members) and the
methodology of the assessment closely followed that used to assess surgical
centres in England.

We specifically note the summary observations and comments detailed in the
report — in particular the opening statement:

'‘The panel had significant concerns about importantiaspects of the service
in the surgical unit and in the broader congenital heartynetwork. Of most
concern was a lack of leadership and coherent‘team working. Also of
concern was a sense that the provision of paediatric intensive care may be
unsafe if critical staffing problems aresfiot addressed.’

It is not clear how the concerns identified by Indepéndent Expert Panel are
being addressed.

Nonetheless, it should be noted that in our initialreport we clearly recognised
that the children’s heart surgicalunit at,Yorkhill Hospital, Glasgow was part of
the responsibility of the Scottishidevolved administration. The point we raised
related to ...more effort being made to include all UK surgical centres within the
scope of the reviews” As such, we do noet believe that the JCPCT'’s response
adequately reflects our concerns — particularly in light of the published findings
following the assessment of the unit at Yorkhill Hospital, Glasgow

Furthermore, notwithstanding'services delivered in Scotland being deemed
outside the scope of this review, we note the previous reference (in the
consultation document) to the cardiology centre at Edinburgh (not to be
confused with thesurgicahunit at Yorkhill Hospital, Glasgow) and the support
this provides to the nearby surgical centre, presumably in Newcastle. We also
note the reference to services in Scotland in relation to Nationally
Commissioned Services (namely cardiac transplants). As such, we believe
some aspects of services (and access to services) have been material
considerations withinl parts of the decision-making process.

170. As such, we maintain there should have been more effort to include all UK

surgical centres within the scope of the review. Alternatively, any activity
relating to patients from the Scottish devolved administration should have been
specifically excluded from any aspects of the review - including Nationally
Commissioned Services.

Implementation
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171. We accept that any decision to reconfigure NHS services will identify issues that
need to addressed as part of the implementation process. However, we are
concerned that some of the issues highlighted to be form part of the
‘implementation phase’ of the review. These include:

e Development of standards for Children’s Cardiology Centres and
district level heart services - which form fundamental elements of
the proposed model of care.

e Impacts for Paediatric Intensive Care Units - where there are
significant concerns regarding the sustainability"of\PICUs (or other
relevant services for that matter) as asesult of the agreed option, we
believe proposals to mitigate any such affects should hayve been
considered more closely by the JGPCT to avoid any unnecessary
conseugnces as a result of its decision.

e Development of manageable networks - this is fundamental to the
practical operation of the proposed meodel of care. It is also unclear how
the fragmentation of the,Yorkshire and Humber Cardiac Network will be
managed.

e Retrieval services - we do notibelieve thatithe JCPCT has given
sufficient consideration to the impactief its decision (or the other
options considered) on retrieval services.nWe believe this represents a
significant and specific risk for.children and families across Yorkshire
and the Humber.

e Recruitment and retention of appropriately qualified staff - we
previously highlightedseur concernthat the training and development of
staff had received insufficienticoensideration ahead of public consultation.
Havingyreviewed the JCPCTs decision, we still believe this matter has
received insufficient consideration. As stated by the Chair of the JCPCT
at its meeting on 4 July 2012, it is ‘people and teams that will determine
the success of\this review’ — yet detailed issues around staff
recruitment, staff retention and staff training and development have not
been considered in detail. We believe these aspects are key issues that
will affect both the sustainability and deliverability of any future
reconfiguration and model of care.

172. Notwithstandingour comments regarding the designation of surgical centres,
we believe these matters are fundamental to the success (or otherwise) of the
proposed model of care and delivering the quality improvements the review is
seeking to deliver. As such, we believe these aspects (alongside the risks
associated with failing to successfully deliver the necessary requirements)
should have been considered in much more detail by the JCPCT, as part of its
decision-making process.
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Governance, transparency and public accountability

Since forming as a Joint HOSC for the purpose of considering the proposals
around the future delivery of Children’s Congenital Cardiac Services and despite
a number of changes to our membership, we have always taken our
responsibility very seriously and endeavoured to undertake our work diligently
and to the best of our ability.

We believe we have identified a number of significant issues relevant to the
JCPCTs decision. We believe many of the issues we haveyraised particularly
highlight why, in our view, the JCPCTs decision will not result in an overall
improvement to services for the significant pumber of childremyand families
across Yorkshire and the Humber.

In our previous report we highlighted a humber of goncerns regarding, the
review and various processes. While we doinot intend to repeat all of the
matters raised, we hope the issues we identified will be considered in full and
taken into account as part of anyareview of the JEPCT'’s decision and associated
decision-making processes. Nonetheless, followingythe JCPCT’s decision on 4
July 2012, we believe there are'some relévant matters that need repeating and
reiterating.

As a Joint HOSC, we form part of the current statutory arrangements for public
accountability a€ross the NHS. In this role, we have been particularly
concerned with considering/the implications of the review and the subsequent
decisions on the children and families we represent Yorkshire and the Humber.
However, as demonstrated by the reports we have produced, we do not
believe that the JCPCT and its supporting secretariat have always appreciated
ourdegitimateand, uniqueyrole.

Furthermore, as democratically, elected representatives for communities across
Yorkshire and the Humber, we believe it is important that we are afforded the
opportunity to question, scrutinise and interrogate the available evidence and
appropriately hold decision-makers to account. There have been some
significant instances where we have not been able to discharge our scrutiny
function as fully @as we would have liked. In many cases, this has been the
result of action (often in terms of attendance) or decisions (often in response to
legitimate requests for information) of those representing the JCPCT and/or its
supporting secretariat.

We previously raised a ‘lack of transparency’ as a particular issue during the
public consultation in 2011. We were assured that this would improve and all
the relevant information would be available after the JCPCT'’s decision.
Regrettably, this does not reflect our experience. It is difficult to see how we
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can comment effectively on important aspects of the proposed reorganisation
when we have been needlessly and unlawfully denied access to important
evidence we have identified and believe is necessary to reach an informed
conclusion.

The current Health Scrutiny Regulations are very clear in this regard, and make
it plain that Health Overview and Scrutiny Committee’s can legitimately decide
what information is required to discharge their function, as demonstrated by
the following extract from the regulations:

\...it shall be the duty of a local NHS body to provide an, overview and
scrutiny committee with such information about the planning, provision and
operation of health services in the area of that committee’s\local authority
as the committee may reasonably require in order to discharge, its functions.’

Given the role of the JCPCT and the arrangements_.in place to allow‘the JCPCT
to discharge the statutory role of Primary ‘Care Trusts (i.e. local NHS bodies),
we fail to see how our reasonable requests have repeatedly been refused.

We believe our experiences highlight seme significant organisational
development issues for parts of the NHS —particularlyyaround governance,
transparency and accountability. "We have raised our‘concerns with the Chief
Executive of the NHS, buthat the time of writing thisweport we had not received
a response to thefconcerns raised. A copy of the letter, dated 2 October 2012,
is attached at Appendix 7.

Similar concerns have also beenpraised with the Secretary of State for Health
and attached at Appendix 8. Details include letter dated 15 August 2012, 7
September 2012 and'31 October 2012, The content of an email sent on 6
November 2012 isyalso included.

Despite our continued\frustration in this regard, we remain hopeful that our
concerns have been logged by those concerned and that the
Department of Health will reflect on such matters when drafting the
forthcoming revised health scrutiny regulations and supporting
guidance.
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Monitoring arrangements

As this report forms the basis of a referral to the Secretary of State for Health,
standard arrangements for monitoring the report and the outcome of any
recommendations will not apply.

Nonetheless, the Joint Health Overview and Scrutiny Commiittee (Yorkshire and
the Humber) will determine any further actions and/or monitoring arrangements
as required.

Reports and Publications Submitted

19 December 2011

e Letter from the Secretary of State for Health — dated 8 December 2012

e PwC Report: Testing assumptions for future patient flows and manageable
clinical networks — Reports and Executive Summary

e Report of Sir Ian Kennedy’s Panel in Response to Questions made by the Joint
Committee of Primary Care Trusts (and associated letter) - 17 October 2011

e Report to the Joint Committee of PCTs by Dr Patricia Hamilton CBE, Chair of
the Safe and Sustainable Steering Group, on behalf of Steering Group
members — 17 October 2011

e Submission from Children’s Heart Surgery Fund

e Submission from Leeds Teaching Hospitals NHS Trust

24 July 2012

e Safe and Sustainable - A new vision for Children’s Congenital Heart Services in
England: Consultation Document (March 2011)

e Safe and Sustainable - Congenital Heart Services in England: Briefing 2
(Spring 2011)

e Safe and Sustainable — A New Vision for Children’s Congenial Heart Services in
England - Presentation Slides prepared by Cathy Edwards, Director of
Yorkshire and Humber Specialised Commissioning Group
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g Evidence

Witnesses Heard

Stuart Andrew — Member of Parliament for Pudsey

Jon Arnold (Parent) and Trustee of Children’s Heart Surgery Fund

Gaynor Bearder (Parent)

Kimberley Botham (Adult Congenital Heart Patient)

Lois Brown (Parent)

Andy Buck (Chief Executive) — NHS South Yorkshire & Bassetlaw

Dr Mark Darowski (PICU Consultant) - Leeds Teaching Hospitals NHS Trust

Dr Kate English (Consultant in Adult Congenital Heart Disease) - Leeds

Teaching Hospitals NHS Trust and

e Dr. Leslie Hamilton (Deputy Chair) — Safe ahd»Sustainable Cardiac Surgery
Steering Group

e Stacey Hunter (Divisional General Manager, Children's Services) = Leeds
Teaching Hospitals NHS Trust

e Jeremy Glyde (Programme Director) — Safe anddSustainable Programme

e Sir Neil McKay - Chair of the Joint Committeedof Primary Care Trusts (JCPCT)

e Karl Milner (Director of Communications) — Leeds Teaching Hospitals NHS
Trust

e Councillor Lisa Mulherin — Executive ' Member for Health and Wellbeing (Leeds
City Council)

e Dr Simon Newell (Consultant Neonatolegist) = Leeds Teaching Hospitals NHS
Trust

e Steph Ward (Parent)

e Dr John Thomson (Consultant Cardiologist) — Leeds Teaching Hospitals NHS
Trust and

e Kevin Watterson'(Chair and Trustee),— Children’s Heart Surgery Fund and
Paediatric Cardiac Surgeon at Leeds Teaching Hospitals NHS Trust
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g Evidence

Dates of Scrutiny

Joint Health Overview and Scrutiny Committee (Yorkshire
19 December 2011 - and the Humber) - consideration of the JCPCT'’s decision
and associated Decision-Making Business Case
Joint Health Overview and Scrutiny Committee (Yorkshire
24 July 2012 - and the Humber) - consideration of the JCPCT's decision
and associated Decision-Making Business Case
16 November 2012 - Joint Health Overview and Scrutiny Committee (Yorkshire
and the Humber) - consideration of the referral report

Please note: The above details do not reflect any local engagement work
undertaken by individual members of the committee, outside of the formal
meeting arrangements and organised site visits.
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Appendix 2
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Appendix 6

Activity Data from entral
Cardiac Audit Da ase (CCAD)
for 2009/10 and 10
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Appendix 7
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Appendix 8

AK

Correspondentce to the
Secretary of State for Health
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