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MONITORING OUTCOMES IN THE FUTURE

The process for monitoring clinical outcomes at
children’s congenital heart services in the United

Kingdom is amongst the best in the world but it could be

made even stronger

The NHS should be proud of the achievements
of the Central Cardiac Audit Database (CCAD),
widely considered to be pioneering in the
collection, validation and analysis of clinical data
about surgical and interventional procedures
undertaken by congenital heart services in the
United Kingdom. The CCAD information portal
has been developed by ‘The Information Centre’
for health and social care in collaboration with
the Society for Cardiothoracic Surgery in Great
Britain and The British Congenital Cardiac
Association.

CCAD oversees a continuous process that
involves an annual submission of data by all
congenital heart services in the UK, validation
of the data by experts in the field and the
reporting of the data on a public portal
website®®. The information on the public portal
provides the overall numbers and the overall
percentage chance of survival of the more
common procedures carried out for congenital
heart disease. The information does not provide
the precise risk of an individual patient dying
during or after a procedure as this is dependent
on the individual patient’s circumstances such
as age, general health and the specific detail
of the heart abnormality.

It is not CCAD's role to review clinical outcomes
in individual centres. If the analysis of data
were to suggest that a unit's outcomes for a
particular procedure were statistically poorer
than average, the Information Centre would
notify the CCAD Project Board which includes
the Presidents of the Society of Cardiothoracic
Surgeons of Great Britain and the British
Congenital Cardiac Association. The CCAD
Board would in turn, notify the Medical Director
and the doctors at the unit in question and a
detailed examination of the unit’s results would
take place. There are established procedures
involving the Royal College of Surgeons, NHS
commissioners and / or the Care Quality
Commission which can be put into action if the
detailed assessment confirms concerns about
the results®’.

Although the process for monitoring clinical
outcomes of congenital heart services in the
UK is considered to be amongst the best in
the world, a number of stakeholders have
suggested during the SAFE AND SUSTAINABLE
review that the NHS should explore how to
make the monitoring process even more robust
in the future. Such concerns have also been
voiced outside of SAFE AND SUSTAINABLE, for
example within the separate investigation of

the paediatric congenital heart service at the
John Radcliffe Hospital commissioned by South
Central Strategic Health Authority in 20108,

The concerns are;

* The absence of a ‘real-time’ monitoring
system - the current monitoring process is
retrospective in that the validation of clinical
data can take up to two years

 The current system for collecting, validating
and reporting data could be improved
further - the CCAD database does not
always capture or reflect the complexity of
individual cases which may as a result be
inappropriately coded

e The absence of morbidity data — a focus
solely on mortality data does not provide
a meaningful understanding of the overall
quality of a particular congenital heart
service; other factors such as the incidence
of brain damage following surgery are also
important indicators of quality

The recommendations are set out below for
endorsement by the JCPCT:

1. Congenital cardiac units that are designated
for cardiac surgery on children must
have robust audit processes and cycles
that provide early warning of system
deficiencies. These units should implement
a CUSUM-type ‘real time” alert system
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for monitoring clinical outcomes in this
specialty as has been implemented by the
NHS for other relevant specialities such as
cardiothoracic transplantation. This should
be achieved by 2013 and monitored by the
relevant NHS commissioner

. CCAD should make available information on

expected mortality by procedure groups in
such a way that facilitates units to construct
the appropriate statistical process control
charts®’

. CCAD should consider how the outcome

of the ‘real time’ alert systems used in the
surgical units relates to its own reporting of
data and analyses in the future

. CCAD should review its systems for the

collection, validation and coding of data so
that there is assurance that the reporting of
data is timely, accurate and meaningful

. Designated surgical centres should

undertake greater scrutiny of their results,
to ensure that CCAD presents on its public
portal a fair, accurate and transparent
portrayal of their results such that parents
and the public can readily understand them.

. The professional associations, CCAD and

NHS commissioners should develop a
system for the routine collection, analysis
and reporting of morbidity data. The aim
should be for routine reporting by 2013. The
complexity of this task is acknowledged, but
this should not prohibit attempts to improve
the current situation

66 Congenital Heart Disease website (or CCAD website). Available at: http://www.ccad.org.uk/congenital

67 Congenital Heart Disease website (or CCAD website). Available at: http://www.ccad.org.uk/002/congenital.nsf/vwContent

Information%20for%20Patients?Opendocument

68 NHS South Central SHA, Review of paediatric cardiac services at the Oxford Radcliffe Hospitals NHS Trust, July 2010

69 Recommendation 10 - Review of Paediatric Cardiac Services at the Oxford Radcliffe Hospitals NHS Trust, July 2010, South Central

Strategic Health Authority




IMPLEMENTATION

 The new centres and networks are expected to
operational from 2013, subject to the outcome of the

public consultation

e The implementation of proposed changes will be

coordinated nationally but it will be driven and
implemented locally
 The NHS recognises that there are challenges to
Implementation but continues to plan how to
overcome them

Implementation Plan

Implementation of the eventual decision on
the future configuration of children’s congenital
heart services will present complex challenges.
TheNHSwillneedtorespondtothesechallenges,
maintaining safe services throughout, whilst
many organisations themselves are subject to
change during a tighter financial environment.

Subject to the Health and Social Care Bill”°
being approved by Parliament, it is anticipated
that the NHS Commissioning Board (NHS CB)
will take responsibility for commissioning
children’s congenital heart services from April
2012. There will need to be a smooth transition
of responsibility as this passes from the current
specialised commissioning arrangements to
the NHS CB.

We are confident that this can be achieved
in view of the effective input to this review
through the Specialised Commissioning

Directors (SCG) Group, and the SCG Financial
Leads Group, facilitated by the National
Specialised Commissioning Team.  These
groups have supported the work of the JCPCT,
testing and confirming the data and analysis
against their local commissioning knowledge
and information. This collective working will
continue.

During the period of implementation, the
SCG Directors Group and if appropriate its
successor body will work with NHS Trusts to:

e Ensure stability at all parts of the patient
pathway, including compliance with central
access and waiting time requirements

e Ensure high quality services at all parts of
the patient pathway

e Minimise workforce risks

¢ Minimise financial risk to NHS trusts and
NHS commissioners

e Regularly communicate progress to
stakeholders and the public

The proposed transfer of specialised
commissioning to the NHS CB from April 2012
presents new opportunities that will facilitate
implementation. For example, there will be:

e A single commissioner (the NHSCB) of
the new configuration of congenital heart
networks rather than ten SCGs as now.

e A single specification for services to drive
up standards of care and equity across the
country.

e A consistent approach to tariff and funding
to facilitate the delivery of specialist care
equitably across the networks.

¢ A single point of responsibility (the NHS CB)
facilitating a swift and flexible response to
any emerging challenges or issues.

National Coordination and Sub
National Commissioning

Sound implementation will continue to rely on
national project coordination, but in addition,
stronger arrangements through identified
commissioning leads will need to be putin place
sub nationally to oversee the commissioning of
change. These will be aligned with the agreed
future configuration of surgical centres and
their emerging congenital heart networks.

During the period of implementation, the
appointed commissioning leads for the new
congenital heart services will meet with the
national project team. An immediate priority
for them, following the decision on the
configuration, will be to determine in detail
the appropriate future area to be served by
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each of the networks, taking into account
views received during the consultation and the
need to meet agreed activity standards. These
commissioners will need to work, with the new
networks and other representative groups to
define the service delivery points in the network
in addition to surgery. In other words, the viable
future locations for children’s cardiology centres
and local paediatric cardiology services.
The aim will be to facilitate equitable access
to services across the network and reduce
unnecessary travel for children and their
families. The national project team will facilitate
a collective oversight of this process to ensure
coherent decision-making and coverage across
England and Wales. The National Project Team
will meet regularly with the commissioning
leads for congenital heart networks as well as
identified leads from finance, information and
public health.

The congenital heart network commissioning
leads will be responsible for the following,
working with their providers:

e Ensuring providers develop detailed project
plans, undertake full risk assessments
and set up credible project management
arrangements to take forward change
effectively

 Oversee implementation of the saFe anD
susTAINABLE standards (Appendix F) for
designated surgical centres

¢ |dentify implementation resource issues in
designated centres and clinical networks
(staff, equipment and HR change)

e Plan and oversee the de-commissioning
of surgical services in centres that are

70 Department of Health, Health and Social Care Bill, January 2011




not designated for surgery, including the
implementation of service standards for
children’s cardiology centres

e Plan and oversee changes that may be
required to interdependent services,
including paediatric intensive care, retrieval
services and nationally commissioned
services

¢ Designate adult congenital heart centres in
accordance with the proposed standards for
GUCH services (Appendix AE)

e Establish a managed congenital heart
network, including implementation of service
standards for local paediatric cardiology
services.

Contract Arrangements

The new congenital heart networks will embrace
many organisations and professionals needed
to deliver care to patients and their families, but
the NHS CB contract for delivering specialised
congenital heart services must be with a legal
entity and this will be with the Trust that provides
the surgical centre. The Trust will host the network,
be responsible for overseeing its development
and creating the working partnerships with
clinical teams and organisations that will take
forward the changes required. This host trust will
receive the resources to deliver these complex
integrated services across the organisations
providing the pathway of care, including for
example, outreach specialist clinics in DGHs. The
host trust will need to develop formal agreements
with each organisation in the network that reflect
mutual responsibilities.

An alternative approach which may be considered
is to commission with formal consortia of provider
trusts as a legal entity.

Developing the Congenital
Heart Network

It is well recognised that clinical networks thrive
best when there is mutual professional respect
and trust, encouragement of a learning
environment; supported by organisations,
through data collection, communication
systems, time for audit and Continuing
Professional Development., CPD etc. Developing
this climate, when there are complex changes
to take forward that affect NHS staff and
patients, as well as organisations will require
significant leadership and sensitivity.

Trusts hosting the networks will need to respond
to this challenge by appointing an overall
senior clinical lead supported by a very senior
manager and team, experienced in leading
change and working across organisational
boundaries.

The host trust will need to establish project
arrangements to implement change, engaging
the key organisations affected by the decision
on configuration. They will also need to set up
a Congenital Heart Network Group to develop
the clinical services, bring clinicians together
from across the network.

The Congenital Heart Network Group will be

expected to deliver:

* The network approach across a patient
pathway that involves prenatal diagnosis,
maternity and obstetrics services, and which
addresses the transition to services for
adults with congenital heart disease

¢ A network that is aligned with networks for
fetal services and networks for adults with
congenital heart disease. How the network
relates to retrieval systems is also important

e Common clinical protocols and guidelines
across the network for the management of
patient pathways and treatment thresholds,
including the care of children with cardiac
pathways and treatment thresholds,
including the care of children with cardiac
conditions requiring associated non-cardiac
interventions

e Protocols for the transfer of children requiring
interventional treatment

¢ A strong network of specialist nursing
support

e Guidelines for communication between
services in the network

e Common record keeping throughout the
network, ensuring each professional has
access to records at the point of treatment.
Hand held records should also be introduced
for children and their families

e Regular multi-disciplinary team meetings,
the composition of which is pathway driven

¢ Agreed outcome measures and plans to
achieve them

e Consistent processes for data collection,
analysis, benchmarking, reporting and
acting on conclusions, including notification
recording and dissemination of serious
incidents that occur across the network

e Audit referral data and waiting times

¢ Development of tele-medicine across
the network

e Research activities across the network to
instil best practice

e Training strategy (and annual plan) for

professionals in the network
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e Best practice quality assurance

e An annual report on the effectiveness of the
network

e Consistent high quality information for
parents and children, including directories of
support services

¢ Ongoing active engagement with local
parent/patient groups.

Membership of each Congenital Heart Net-
work Group will reflect local circumstances
but common features will be:

¢ The Network Group will be chaired by a
senior clinician reflecting the leadership
role envisaged by the SAFE AND SUSTAINABLE
standards (Appendix F). It will have senior
managerial and administrative support.

e Lead clinicians from the member
organisations in the network, as well as
clinical representation from key specialties.

e Parent and patient representation

e The attendance of NHS commissioners




National Overview

Progress on implementation will be monitored
by the national project team and lead
commissioners who, for each group, will report
into the SCG Directors Group (acting as a
national overview group) in order to ensure a
consistent approach to implementation and to
address supra-regional issues.

This group will also contribute to the process for
the development of the Central Cardiac Audit
Database, including the routine collection,
reporting and analysis of morbidity data and
oversee implementation of the standards for
GUCH services (see below). It will establish
‘task and finish’ groups to respond to specific
issues such as retrieval as required.

Congenital Heart Network
Implementation Advisory Group

The sAFE AnD SUSTAINABLE Steering Group
(Appendix D) has been an invaluable source of
advice during the development of the review.
Similar guidance will be needed to support
implementation.

The national overview of progress will be
supported by an Implementation Advisory
Group. This group will be established in
2011 to assist the SCG Directors during the
implementation phase and to ensure the
appropriate development of networks. It may
bring together the clinical leads of networks at
intervals to ensure that learning is shared.

Proposed membership includes:

e The President of the British Congenital
Cardiac Association

¢ A general practitioner nominated by the
Royal College of General Practitioners

e Chief Executive of the Children’s
Heart Federation

e A representative of the GUCH
Patients’ Association

¢ A consultant paediatrician with expertise in
cardiology nominated by the Royal College of
Paediatrics and Child health

e A children’s nurse nominated by the Royal
College of Nursing

¢ An intensivist nominated by the Paediatric
Intensive Care Society (replacing the lead
clinician from the intensivist’s ‘home’ centre

® NHS commissioners nominated by the SCG
Directors’ Group or its successor

e A representative of the HR and
Finance Group

e A representative of each of the devolved
administrations

The Implementation Advisory Group will oversee
also set up arrangements to develop quality
standards for children’s cardiology centres and
peripheral paediatric cardiology services.
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Adult Congenital Heart Services

Each relevant SCG will also establish in 2011
a separate group to oversee implementation
of the designation of GUCH services in
accordance with the proposed standards for
GUCH services (Appendix AE). These groups
will report into the SCG Directors Group given
the necessary synergy with the development
of services and networks for children with
congenital heart disease.

A GUCH working group will support the SCG
Directors Group (directly and not as a working
group to the IAG):

e Terms of reference will be to advise the
SCG Directors Group (and successor) on the
process for the designation of GUCH services
in accordance with the proposed standards
for GUCH services.

Membership:

e President of the BCCA or nominated clinical
representative from the Implementation
Advisory Steering Group

e A clinical lead from each of the centres
currently providing GUCH services

¢ A representative of the GUCH Patients

Association (from the steering group)

* NHS commissioners nominated by the SCG
Directors’ Group




CONSULTATION

* The consultation will launch on 28 February 2011 and end on

1 July 2011

* A consultation plan has been developed to support the

public consultation
e Consultation with the public will be organised and delivered in
local settings across England and Wales

The consultation process

The process will be co-ordinated nationally
by the SAFE AND SUSTAINABLE review team but
delivered in partnership with the 10 Specialised
Commissioning Groups and the NHS in Wales.

When to consult

In developing the consultation plan the review
team have considered the Cabinet Office Code
of Practice on consultation’t and taken its

recommendations into account.

Duration

The length of the consultation is longer than
the norm because of the complexity of the
consultation process and interruptions to the
consultation timeline due to local government
elections and a national referendum.

Clarity of scope and impact

Our intention is to ensure the consultation
document contains clear information about
the process and the nature of what is being
proposed.

It is very important that materials ensure
participants understand the rationale for change,
the recommendations and the preferred option -
as well as the impact of proposed changes for
the service as whole, for their areq, for them/
their family and for future children. Equally,
consultation materials will not just highlight the
impact of proposed changes on surgery, but
rather on the whole model of care.

Accessibility

The consultation will be carefully targeted.
Audiences include young people with a heart
condition, their parents, parent and young
people’s groups, clinicians workingin cardiac care,
appropriate royal colleges and professionals’
groups and relevant NHS managers.

71 HM Government, Code of Practice on Consultation, July 2008

The document will be written in plain English and
technical terms will be explained. A glossary will
also be provided. The review team will consider
the need for translations in addition to Welsh. A
variety of materials will be provided online and
in print.

A series of consultation events will provide
people with a face to face opportunity to make
their comments. Events designed for both
adults and young people will be hosted across
the country.

The review team will ensure that everyone’s
view is heard, including those whose views are
harder to reach. All parents with children with
heart conditions will be encouraged to engage
in the process.

Burden
The review team will seek to avoid burdening
people as much as possible by making the
consultation process as straight forward as
possible.

Capacity to consult

The review team have sought guidance on the
running of the consultation from a range of
independent third parties including parent and
patient groups (Appendix AF).

In addition, the consultation process follows a
period of extensive stakeholder engagement.

The following are key objectives:

e Ensure people with an interest in children’s
heart services, including surgery - but not
exclusively - are aware of the consultation,
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the recommendations and the preferred option

e Ensure people know and understand how
they can participate

e Provide a choice of different channels for
people to engage with the consultation
process

e Ensure materials are accessible and in
plain English

e Ensure as many people as possible from
all parts of the country and from all the
different interest groups with an interest
in the subject matter respond to the
consultation with their view

Key Messages

e Have your say; get involved in the
consultation

e We want your views on the
recommendations and preferred option

e We would like as many people as possible to
respond to the consultation

Implementation

The following four pillars of communications
will be used to implement the consultation
process:

e Printed communications - such as the
consultation document and newsletters

e Face to face events and focus groups - for
young people, parents, parent groups,
clinicians and other interested parties

* Media relations - national, trade
and regional

e Stakeholders — such as the professional
bodies and parent groups




Consultation activities will be aimed at the
populations of England and Wales, though the
populations of Scotland and Northern Ireland
will be made aware of the review and invited to
submit their views via advertisements in local

newspapers.

Online communications
The sAFe AND susTAaINABLE website will host

a range of information including:

e Materials that set out the need for change

e The issues that matter to parents

e Quotes and case studies (in both written and
video format) - from young people, parents
and clinicians

* Images, facts and figures

¢ An electronic form to submit comments
about the consultation

* The background to the review

The consultation document and other literature
will also be available in Welsh.

It is planned that other websites carry
information about the consultation and it
is hoped that some parent groups will host
forums and have plans in place to keep content
fresh and balanced.

Printed communications

Consultation document

The consultation document will be the main tool
that people will want to read and comment on.
This will be published electronically and in print
on 28 February. The document will be available
in Welsh and we will also consider whether
other formats or translations may

be necessary.

Promotional material

Flyers and posters to support the events will be
designed and printed for SCGs and stakeholders
to distribute. Posters have been provided to
the BBC, ITV and Channel 4 for placement
in hospital-related television programmes
that are planned for transmission during the
consultation period. Promotional materials for
the events in Wales will be available in Welsh.

Distribution

All printed materials will be sent to those who
have confirmed they would like to receive
materials from the SAFE AND SUSTAINABLE team.
We will also be providing materials to local
and national parent groups, LINKs, overview
and scrutiny bodies, providers, royal colleges
and associations, clinicians and a range of
other parties. We will encourage interested
parties to cascade information. We are seeking
attendance from a wide range of people
including parents whose children have had
extensive surgery and those who have had

little or none.

Face to face events

We intend to co-ordinate consultation events in
the cities where the 2010 engagement events
were held. We will be holding three events that
are aimed at young people. We are appointing
an independent expert facilitator to chair
these events. Senior clinicians will be invited
to speak at the events to share their thoughts
and experiences, and to answer people’s
questions. Using senior clinicians will also help
signify the importance of the events and to

encourage attendance.

Specific events are also planned with members
of the Society for Cardiothoracic Surgery of
Great Britain, the British Congenital Cardiac
Association and other professional associations.

Structure

The structure for the events will be designed
to maximise informed discussion of the
recommendations and preferred option. The
exactstructure for each event will be determined
once the numbers of delegates are known. The
structure will also be amended slightly to allow
for regional variation as necessary.

14 - CONSULTATION SAFE AND SUSTAINABLE

The structure is likely to include the

following elements:

e The rationale for change and the available
evidence

e The issues that parents have raised with us
and how we have taken these into account

¢ An overview of all the recommendations and
the impact on key factors, such as access
and journey times, regionally

e The preferred option and the impact on key
factors, such as access and journey times,
regionally

e Discussion and debate - this is likely to be
in the form of a theme based Q&A, rather
than break out sessions, because of the

numbers expected

Young people’s events

We. will_hold.three. events.aimed. at._teenage
patients (London, York and Birmingham). These
events give us the opportunity to consult directly
with those who use the service. The structure
will reflect the needs of the younger audience.

Widening participation

children to encourage parents to attend. Using
the Internet for streaming the events has been
considered but is cost prohibitive.




Media relations

It is infended to work with the media to ensure
as many interested parties as possible have the
opportunity to participate in the consultation.
Opportunities to work with local, national
and trade journalists — online, broadcast and
print, will be explored There are three major
opportunities to exploit and manage during
this phase.

They are as follows:

Warming up the media

In February 2011 we will offer briefings with
key national journalists to keep them informed
of the progress of the review. Relationship
building with local journalists is also key. We
will consider using well known people to add
their support to ensure as many people as

possible have their say.

The start of the consultation period

The start of the consultation process is our main
opportunity to ensure as many of our target
audiences know about and understand the
review as possible. Media will be encouraged
to direct people to the website and to attend
events in their area. This piece of activity
needs strong support from national and
local clinicians.

March to June 2011 — consultation events

Each consultation event provides a further
opportunity for local media. It is important to
work with local mediain the run up to the events
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to ensure people are aware and that the media
provide informed and balanced coverage.

Leaks can cause damage as they create distrust
and often spread misinformation. We are
mindful that as the final recommendations are
agreed, the risk of leaks increases significantly.

A separate media plan has been prepared.
Engaging third parties

There is often cynicism about consultation
processes. Engagement with as many
stakeholders as possible is vital to ensure
the review is informed about the feedback
and all are encouraged to use their networks
to encourage people to participate in the
consultation. A stakeholder engagement plan
is being developed - a key target list of
influencers we want to reach before the
consultation goes live. We will recommend a
number of 1-1 briefings, written materials and
other opportunities to inform these people about
the consultation.

A briefing has been prepared for HOSCs which
asks them to confirm how they wish to be
consulted. Briefings are being prepared for
MPs and local authorities and GPs.

How the feedback from
consultation will be analysed

An independent expert party (Ipsos Mori)
has been commissioned to develop an
objective question set that will form part of the
consultation documentation, to analyse the

responses received and to report to the JCPCT.
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NEXT STEPS

The responses received during public
consultation will be analysed and
reported byanindependentthird party
(Ipsos Mori). Interim findings will be
shared with the sAFE AND SUSTAINABLE
steering group in September 2011
before the final report to the Joint
Committee of Primary Care Trusts at
a meeting in October 2011.

The JCPCT will consider the outcome
of consultation and, if it is able based
on the contributions received, will
reach a final decision on the future
configuration of children’s congenital

cardiac services.



GLOSSARY

Acute: Used to describe a disorder or
symptom that comes on suddenly and needs
urgent treatment. It is not necessarily severe
and often lasts only a short time. Acute

is also used to describe hospitals where
treatment for such conditions is available.

In this document, the term ‘acute’ is used
interchangeably with the term ‘emergency’

Acute services: Medical and surgical
interventions provided in hospitals

Acute trusts: Hospitals or a group of
hospitals that provide acute (unplanned

or emergency) care and elective (planned)
medical treatment and surgical procedures

Antenatal Care: Monitoring the health of
mother and baby throughout pregnancy until
birth

Antenatal scan: An ultrasound scan uses
high-frequency sound waves, which bounce
off solid objects. This creates a screen
image of the uterus and nearby organs, as
well as the baby, the baby’s organs and the
placenta

Aorta: The aorta carries oxygenated blood
from the left side of the heart to the rest of
the body

Artery/Arteries: The heart needs a
constant supply of blood. This is supplied by
two large blood vessels called the left and
right coronary arteries

Assessment: The child will undergo a
series of tests that lead to a diagnosis

Birth Defect: When the body does not form
correctly in the womb. Congenital heart
disease is a common birth defect

Cardiologist: A doctor who specialises

In investigating and treating diseases

of the heart. Cardiologists diagnose and
treat congenital heart problems and carry
out invasive interventional cardiology
procedures, such as inserting a catheter or
other device through the skin into the heart

Caseload: Number of children who will
receive surgery

Central Cardiac Audit Database (CCAD):
Collects information for the National Heart
Disease Audits creating profiles of every
congenital heart disease centre in the UK.
This includes the number and range of
procedures they carry out and survival rates
for the most common types of treatment.
This information is provided to inform the
general public

Clinician: Any health professional who is
directly involved in the care and treatment
of patients, for example, nurses, doctors,
therapists, and midwives

Commissioning: The full set of activities
that local authorities and primary care trusts
(PCTs) undertake to make sure that services

funded by them, on behalf

of the public, are used to meet the needs of
the individual fairly, efficiently

and effectively

Congenital Heart Disease: Congenital
heart disease refers to conditions children
are born with that affect the heart

Congenital Patient: A patient with a
condition present at birth

Consultant: A senior doctor who is a
specialist in a particular area of medicine

Diagnostics: Medical tests used to identify
a medical condition or disease (e.g.,
measuring blood pressure, checking the
pulse rate).

Disability: A substantial and long-term
physical or mental impairment that reduces
functions such as mobility, dexterity, speech,
hearing, sight and memory, and adversely
affects individual independence. The
Disability Discrimination Act (2005) aims

to increase opportunities for people with
disabilities to take part in the everyday life
of the community on an equal basis with
others.

Extracorporeal Membrane Oxygenation
(ECMO): Removing blood from a patient,
taking steps to avoid clots forming in the
blood, adding oxygen to the blood and
pumping it artificially to support the lungs

Foetus: An unborn baby
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Follow-up care: Care provided after
surgery or interventional procedures

Gateway Review: The Office of
Government Commerce’s (OGC) Gateway
Review process is an independent assurance
of the programme management of the
reconfiguration proposals.

Health inequalities: Narrowing the

health gap between disadvantaged groups,
communities and the rest of the country, and
on improving health overall

Heart anomaly: An irregular or unusual
sounding heartbeat or a problem with the
way the heart has developed physically

Heart Chamber: The heart has four
chambers. There are two small chambers
at the top of the heart called atria, and two
larger chambers at the bottom which are
called ventricles.

Health visitors: Qualified and registered
nurses or midwives who have undertaken
further (post registration) training. The role
of a health visitor is to promote health and
the prevention of illness in all age groups.

Hospital trust: The organisation which runs
one or more acute hospitals.

Joint Committee of Primary Care Trusts:
A committee that has been set up locally to
consider the outcome of the consultation,
comprising local commissioners representing
each region of England. The committee has
authority from the PCTs to take decisions on
the PCTs’ collective behalf.




Mortality rates: Formulated by analysing
the number of deaths of a certain group,
for instance children undergoing a heart
transplant, during a set time period

Multidisciplinary Team: A team involving
many different professions e.g. doctors,
nurses, therapists

Multidisciplinary Team Meetings
(MDTSs): MDT meetings bring together
experts in different specialties to discuss
the management of patients with a given
condition or disease

Murmur: An irregular or unusual sounding
heartbeat. Not all children with a murmur
have congenital heart disease

National Clinical Advisory Team
(NCAT): NCAT provides an independent
assurance of the clinical aspect of the
proposed changes to services.

Need for Change: A document published
by the saFe AnD susTAaInABLE team in 2010
setting out the need for change in the
provision of children’s cardiology services

NHS London: The Strategic Health
Authority (SHA) for London with
responsibility for all the NHS healthcare
services provided in London

Non-interventional Care: Preventing

and managing potential and existing heart
problems without surgery or having to insert
devices through the skin-

Outcomes: A change in the health status of
an individual, group or population, for
example, improved survival and recovery
rates, reducing inequalities or increasing
longevity

Outpatient Clinics: Clinics at which
patients receive treatment or care without
needing to stay overnight

Overview and Scrutiny Committee
(OSC): A committee made up of local
government councillors. It may also have
representatives from voluntary organisations
and patients’ forums. It is concerned with
issues of health service changes, health
inequalities and strategic direction rather
than how hospitals have performed against
targets.

Oxygenated Blood: Blood enriched with
oxygen

Paediatric: A branch of medicine providing
care for children

Patient Groups: A group of patients with
similar conditions or interests. The group
may work to inform or promote public
awareness and engagement with their
interests

Parent Groups: A group for parents of
patients with similar conditions or interests.
The group may work to inform or promote
public awareness and engagement with their
interests

PCBC: Pre-Consultation Business Case

Postnatal: The time period immediately
after childbirth

Primary Care Trusts (PCTs): Organisations
providing local health and social care
services to meet the needs of the local
community

Professional Associations: An
organisation which represents a specific
profession

Pulmonary Artery: A vein that carries
oxygenated blood from the lungs to the
heart

Referral: Sending a patient to a specialist
for expert care

Specialists: A clinician whose work
is concentrated on a particular area of
medicine

Specialised Commissioning Group
(SCG): In England, there are 10 Specialised
Commissioning Groups (SCGs) that
commission specialised services for their
regional populations, which range in size
from 2.8 million people to 7.5 million
people. Examples of such services include
haemophilia and blood and marrow
transplantation. The National Specialised
Commissioning Group (NSCG) facilitates
working across the 10 SCGs at a regional
and pan-regional level

Standards: A framework for delivering a
high quality service
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Strategic Health Authority (SHA): The
local headquarters of the NHS, responsible
for ensuring that national priorities are
integrated into local plans. It is responsible
for performance of local NHS organisations.

Surgeons: A clinician who is qualified to
practice surgery

Surgical Unit: A centre at which surgery is
provided

Survival Rates: An estimate of the
risk attached to a particular condition or
treatment

Ultrasound: A scan of the body where
ultrasound waves are used to produce an
image

Valves (of the heart): Valves allow blood
to move forwards through the heart and
prevent it flowing backwards into the
previous chamber
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APPENDIX A -
NATIONALLY COMMISSIONED SERVICES

As part of the Safe and Sustainable review it was important
to explore whether, if designated as a paediatric cardiac
provider in the future, centres may be in the position to

also provide one or more of the Nationally Commissioned
Services in case a current provider of one or more of
these services were to be de-designated as a provider of
children’s heart surgery services

There are three services nationally
commissioned by NHS Specialised Services
that require either paediatric cardiac surgery or
surgical back up to be safe. In England they are
provided by the designated paediatric cardiac
surgery providers as set out below.

An assurance is required that whatever the

future configuration of paediatric cardiac

surgery provision, the nationally commissioned

Nationally Commissioned Services

services can continue to be provided to a high
quality standard of care with good geographical
access across England.

All 8 of the current providers of paediatric
cardiac surgery in England (who do not
currently provide one or more of the nationally
commissioned services) were invited fo
express an interest in providing one or more

of the nationally commissioned services if

SERVICE PROVIDER

Paediatric Cardiothoracic Transplantation  Freeman Hospital, Newcastle

and Mechanical Device as a Bridge to
Heart Transplantation

Great Ormond Street Hospital for Children, London

Freeman Hospital, Newcastle

Extracorporeal Membrane Oxygenation

Glenfield Hospital, Leicester

(ECMO) for severe respiratory failure

Great Ormond Street Hospital for Children, London

Complex Tracheal Surgery

Great Ormond Street Hospital for Children, London

designated as a paediatric cardiac surgery
centre in the future. A template was sent to the
Chief Executive of each of the providers and
included guidelines which indicated the level,
type and complexity of the three services in

Service Guidelines
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question. The providers were asked to consider
the guidelines and to judge the implications to
their organisation in providing these services.
The guidelines provided are set out below.

SERVICE SOURCE

National Heart and Lung Transplant Standards,
Paediatric Cardiothoracic Transplantation 2006, National Specialist Commissioning Advisory

and Mechanical Device as a Bridge to Group

Heart Transplantation

National Standards for Organ Retrieval from

Deceased Donors, 2010, NHS Blood and Transplant

Extracorporeal Life Support Organization (ELSO)

Extracorporeal Membrane Oxygenation
(ECMO) for severe respiratory failure

Guidelines for Paediatric Extracorporeal
Membrane Oxygenation, most recently updated in
2002.

Criteria derived from case definition applied by

Complex Tracheal Surgery

Great Ormond Street Hospital and agreed with

clinical and commissioning experts in 2010

Nationally Commissioned
Services Expert Panel

An expert panel was convened to examine the
submissions from the centres that expressed
an interest in delivering one or more of the
nationally commissioned services and to
provide the Joint Committee of PCTs with
recommendations on which centres may be
able to provide these services in the future.
Members of the NCS Assessment Panel were
clinicians with an expertise in one or more of the
services considered. They were independent of
the centres considered under the review

The objectives of the panel are set out below as
within the Terms of Reference:

e advise JCPCT on ability and capacity of each
applicant to develop the service/s as set out
in the applications

e specifically advise JCPCT on workforce risks
and clinical risks of re-location of a service(s)

e advise on the potential impact to other
relevant areas of service delivery, including
donor organ retrieval and PICU

e advise on potential risks to clinical outcomes
in the future as a result of re-location

e advise on transition issues (relocation of a
service from one centre to another)
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Expert Panel Membership Each area was equally weighted and scored as follows:

IANE COISTTUENCY oL I T

Immediate Past President of 2 Poor (it is unlikely that the centre will be able to meet the requirement)

Royal College of Paediatrics
Dr Patricia Hamilton CBE Chair of the Panel and Child Health and Chair 3

of SAFE AND SUSTAINABLE

Unsatisfactory (there are significant risks or issues involved in the centre meeting this
requirement)

Good (evidence supplied is good, and we are assured that the centre is in a good

steering group 4
position be able to meet the requirement)
Dr Martin Ashton-Key SN Medical Adviser, NHS
ecretaria viser - : ;
(DS et arla] Specialised Services Excellent (evidence is exemplary and absolutely certain that the centre can meet the
requirement)
Associate Medical
Director, Directorate of
Professor James Neuberger* NHS Blood and Transplant )
Organ Donation and
Transplantation Applications received
Dr Kenneth Palmer ECMO Specialist Karolinska Institute, Sweden

Applications were received from the following providers:

Consultant Cardiothoracic
Cardiothoracic Advisory Transplant Surgeon, PROVIDER SERVICE
Professor John Wallwork

Group Papworth Hospital NHS Freeman Hospital, Newcastle i) Complex Tracheal

Foundation Trust
Bristol Royal Hospital for Children i) ECMO

* Professor James Neuberger sent apologies when the Panel met
i) Transplantation

e advise on overall viability and risks The areas scored against were: Leeds Teaching Hospital i) ECMO
associated with re-location i Complex Tracheal
e identify other relevant issues that JCPCT e Workforce requirements and risks i Transplantation
should address e Ability to meet the required capacity Alder Hey, Liverpool i ECMO
_ e Team working and infrastructure i) Complex Tracheal
Scoring e Network arrangements
e Continuous professional development, ] Transplantation
training and education Birmingham Children’s Hospital ii) ECMO
In order to quantitatively evaluate the potential « Governance structure and risk management i) Complex Tracheal

of each provider that submitted an application
to provide one or more of the NSC, each
application was scored by the NSC Expert Panel
on 23 June 2010.



Findings of the NCS Expert Panel

Overall

The panel concluded that:

e All three Nationally Commissioned Services
require paediatric cardiac surgical back-up

e All three of the current providers are
delivering good outcomes

e The optimum is to maintain Nationally
Commissioned Services in their current
locations if possible

* However, there are obvious sustainability
issues at some of the Nationally
Commissioned Services providers

e Single-handed Nationally Commissioned
Services are not sustainable in any event

Transplantation

The panel agreed that given the demands
in national caseload, flexibility, resilience
and geography two centres in England is the
optimum, and that high ICU stays (Bridge
to Transplant patients) are a risk to
potential providers.

In conclusion the panel had confidence in the
ability of Birmingham Children’s Hospital to
develop a transplant service if required but did
not have confidence in the ability of any of the
other centres to develop a transplant service.

Extracorporeal Membrane Oxygenation
(ECMO,) for severe respiratory failure

There are currently three centres in England
and one in Scotland which provide ECMO
and the panel concluded that a minimum of
three centres in England is required although
four centres in England, in view of population
and case distribution may be the optimum.
The panel agreed that high ICU stays are a
risk to potential providers, long treatment
periods exacerbate travel and accommaodation
issues for parents and the Adult ECMO service
at Glenfield Hospital may be vulnerable if
paediatric ECMO is relocated from this centre.

In conclusion the panel, had confidence in
the ability of Birmingham Children’s Hospital
to develop an ECMO service if required and
considered that Bristol's application had
some merit, but that Bristol would require
considerable support in developing an ECMO
service. The panel did not have confidence in
the ability of any other centre to develop an
ECMO service.

Complex Tracheal Surgery

The panel concluded that given the national
caseload one centre in England is optimum, and
did not have any confidence in the ability of any
of the applicant centres to develop a complex
tracheal service from the submissions received.

The findings of the NCS Expert Panel were
reported to the JCPCT on 7 July 2010 and 1
September 2010 and were applied as part
of the process for the evaluation of potential
configuration options under the criterion for the
evaluation of potential configuration options.

Expert panel scoring

Paediatric Cardiothoracic Transplantation and Mechanical Device as a Bridge to Heart Transplantation

PROVIDER SCORE (MAXIMUM — 30)

Great Ormond Street Hospital
Freeman Hospital, Newcastle
Birmingham Children’s Hospital
Alder Hey, Liverpool

Leeds Teaching Hospital

Expert panel scoring
Extracorporeal Membrane Oxygenation (ECMO) for severe respiratory failure

PROVIDER SCORE (MAXIMUM — 30)

Great Ormond Street Hospital
Glenfield Hospital, Leicester
Freeman Hospital, Newcastle
Birmingham Children’s Hospital
Bristol Royal Hospital for Children
Alder Hey, Liverpool

Leeds Teaching Hospital

Expert panel scoring
Complex Tracheal Surgery

PROVIDER SCORE (MAXIMUM — 30)

Great Ormond Street Hospital
Birmingham Children’s Hospital
Freeman Hospital, Newcastle
Leeds Teaching Hospital

Alder Hey, Liverpool
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APPENDIX B -
PAEDIATRIC INTENSIVE CARE UNIT (PICU) AND e i o s e s of
INTERDEPENDENT SERVICES B

. . . TOTAL 2009 2009 CARDIAC 2009 NON-CARDIAC
Percentage of cardiac activity (2009) Impact on Paediatric CENTRE ADMISSIONS ADMISSIONS ADMISSIONS

into PICUs in current centres

Intensive Care Services

Royal Brompton 451 208 5
CENTRE <5 The Critical Interdependencies Framework’? Hospital
posed the question: ‘as cardiac services

Royal Brompton 88% account for 30% of paediatric infensive care Freeman Hospital 317 248 70
unit (PICU) admissions, if the services are Glenfiold H I 290 ’77
. i it 1
Freeman Hospital, o reconfigured how could the PICU remain able enfield Hospiid 3
()
Newcastle i ini ?
to manage its remaining work? John Radcliffe 335 2 993
Gl?Nfie|d Hospital, 71% The SAFE AND SUSTAINABLE review has sought Bristol Royal Hospital
Leicester to assess the viability and resilience of PICUs for Children 738 293 445
in surgical centres that are not designated as
Birmingham Children’s 45% providers of paediatric cardiac surgery in the Leeds TH 802 311 491
Hospital future. The approach was to use PICANET’®
data from the following sources: Southampton 740 214 926
Evelina Children’s Hospital 43%
' « the 2007, 2008 and 2009 PICANET annual Alder Hey UsE = 30
Alder Hey Children’s
] 1% reports
Hospital - . . . Evelina Children’s 151 498 653
e an initial data review using high level data
Great Ormond Street 206, prowdeddby F":C;JS . _ diat Birmingham " o -
Hospital for Children o e a more detailed review using Paediatric Children's
Critical Care Minimum Data Set data’
which identified the breakdown of specialist GOSH 1620 653 967

Bristol Royal Hospital for .
Children 40% PIC activity in specific NHS Trusts (or cities)

with more than one PICU

Leeds Teqching Hospitol 399 ° quomqﬁve information provided by relevant 72 Based on analysis of PICANET reports (2007, 2008 and 2009) and analysis of PICU minimum data set

Speciolised Commissioning Groups 73 Paediatric Intensive Care Audit Network website. Available at: http://www.picanet.org.uk/

John Radcliffe H ital 74 Paediatric Critical Care Minimum Data Set Overview. Available at: http://www.datadictionary.nhs.uk/data_dictionary/messages/
ohn kadclifte Rospital, 339, supporting_data_sets/overviews/paediatric_critical_care_minimum_data_set_overview.asp?shownav=0

Oxford The methOdOIOQy was informed by discussions 75 Based on analysis of PICANET reports (2007, 2008 and 2009) and analysis of PICU minimum data set

with the current President of the Paediatric

Southampton General 299 Intensive Care Society.
Hospital ’



Recommendations to JCPCT

Based on this analysis:

e Some PICUs would become unviable
as a consequence of losing paediatric
cardiac surgery (Leicester, Freeman and
Brompton). However, as these PICUs exist
predominately to support cardiac surgery
(and because all three cities have existing
alternative PICU provision for non-cardiac
admissions) this presents limited risk to
local and national PICU provision.

e All other PICUs in the other hospitals would
remain ‘viable’. The John Radcliffe Hospital
would continue to meet the critical mass
necessary for a Level 2 PICU (200 to 350
admissions); Bristol and Leeds would
sustain the critical mass necessary for
a Level 3 PICU (350 to 500 admissions); the
remaining centres would meet the critical
mass for Lead PICU Centre

(500+ admissions).

e In assessing the ‘resilience’ of depleted
PICUs the JCPCT should take account of the

following:

o The degree of risk to local and national
PICU provision were the resilience of
the integrated PICUs to be diminished
through loss of paediatric cardiac
surgery. A reduction in overall PICU
capacity may result in less flexibility in
responding to historical winter pressures,
for example.

o The ability of smaller PICUs to maintain
retrieval services, staffed by Consultant
Intensivists, would also need to be
considered, as would the implications of
units designated to provide paediatric
cardiac surgery having to retrieve
children from larger geographical areas
(manpower and retrieval time issues).

o The impact of a PICU’s ability to continue
to recruit and retain high-calibre staff
over time; there may be a move of skilled
staff to the larger PICU units over time
and there may be a de-skilling of staff
in smaller units that provide a reduced
range of specialised children’s services.

o Smaller PICUs may be less equipped to
act as training units, with a particular
impact on anaesthetic training. PICUs
whose ventilated admissions fall
below 350 admissions a year can only
be recognised for a 1-year training
programme as opposed to the 2-year
programme.

o The need for assurance that hospitals
that are designated to provide paediatric
cardiac surgery are able to sufficiently
increase PICU provision.

It is recommended that the following
action is taken by local services and local
commissioners during, and beyond, the
phase of implementation of the eventual
agreed recommendation made by sSAFe AnD
SUSTAINABLE. This will require some national

coordination, particularly retrieval provision.

¢ Develop a plan for Congenital Heart
Networks and PICU with clear protocols
and relationships

* Develop capacity plans for PICU to include
all specialist children’s services

¢ Develop plans to managing peaks and
troughs in demand and activity

¢ Review plans for PICU in the context of
other service reviews or configurations
in local trusts including the clinical
inter-dependency framework

¢ Develop plans for retrieval services that
take account of any new arrangements
and explore new arrangements that will
maximise efficiencies

* Develop recruitment and retention policies
for networks

¢ Develop plans for step down and HDU

¢ Develop a commissioning plan for PICU
which is reviewed and monitored regularly

Impact on services that have
a relationship with paediatric
cardiac surgery

SAFE AND SUSTAINABLE has explored the
impact to relevant interdependent services
within local health economies in the event
of de-designation of a current provider of
paediatric cardiac surgery.

The Critical Interdependencies Framework’®
identifies four clinical services (other
than paediatric cardiology) that have a
relationship with paediatric cardiac surgery:
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® Oncology (Amber 1 relationship)

e Major trauma (Amber 2 relationship)

® ENT Airway (Amber 2 relationship)

e Specialised Paediatric Surgery (Amber 1
relationship)

An Amber relationship is defined as
a ‘relationship under some circumstances,
requiring varying levels of access and
contact between specialists, but not
necessarily co-location’

e Amber 1is defined as ‘a planned
intervention in a timescale as required’

e Amber 2 is defined as ‘visit by consultant or
transfer of care by the next working day’

As the Critical Interdependencies Framework
does not consider paediatric cardiac surgery
to be a core service upon which any of the
four services is reliant. SAFE AND SUSTAINABLE
has concluded that the removal of paediatric
cardiac surgery does not threaten the viability
of any of the four services that may also be
provided by the hospital in question.

In assessing the potential impact to local
health economies Safe and Sustainable has
obtained a detailed description from each of
the current 11 centres on existing protocols
with other NHS Trusts in their catchment areas
that provide one or more of the four services.

As co-location of these services with
paediatric cardiac surgery is not considered

76 Department of Health, ‘Commissioning safe and sustainable specialised paediatric services: a framework of critical inter-dependencies’,

September 2008




mandatory the conclusion is that there are
no significant issues to report. All current
centres recognise their roles in supporting the
inter-dependent services but whilst there are
some formal protocols the majority rely on
informal relationships that provide for the
transfer of care to the cardiac surgical centre.

It is recommended to the JCPCT that in the
future, formal protocols are developed through
the proposed Congenital Heart Networks.

Services for adults with Congenital
Heart Disease (GUCH services)

When a young person with Congenital Heart
Disease reaches 16 years they become known
as a Grown Up Congenital Heart (GUCH)
patient. GUCH is one of the terms used to
describe an adult with congenital heart
disease (Grown-Up with Congenital Heart
Disease). Other patients may prefer to be
called ACHD patients (Adult with Congenital
Heart Disease).

SAFE AND SUSTAINABLE iS just one part of a wider
NHS review of congenital heart services. The
NHS is reviewing how best to deliver adult
congenital services for GUCH patients in the
future andisusing the same principles of safety,
sustainability and good quality outcomes that

SAFE AND SUSTAINABLE has adopted.

A seamless transition from paediatric
to adult services is optimal for the
patient but this does not necessitate
the co-location of paediatric and adult
services. More important is the quality
of the different services and how they

relate to each other

Report of Professor Sir lan Kennedy, 2010

Due to advances in cardiac surgery and
cardiology there are now more adults than
children with congenital heart disease,
though children still account for around 80%
of all congenital heart operations in the United
Kingdom’’ . Most adults with CHD will need life-
long monitoring but most will not need surgery.

Twenty one English NHS Trusts performed
heart surgery on adult congenital patients in
2008/0978 though the number of procedures
varies significantly between the hospitals.

The NHS has developed a separate set of
proposed standards that designated GUCH
services must meet in the future’®. Some of the
key requirements are:

¢ All GUCH patients aged 16 years and over
should be seen at least once by a GUCH
specialist. This will either take place at
the specialist GUCH centre or at a local
GUCH centre depending on how complex a
patient’s condition is and how far they have
to travel to the service.

e Specialist GUCH centres should be linked
to centres that in 2011 are designated as

children’s cardiac surgical centres and
children’s cardiology centres.

e Local GUCH centres and local clinical
networks are created to ensure all patients
are seen once by the expert GUCH
cardiologist with clear care plans agreed
for on-going management at the specialist
centre, local GUCH centre or DGH.

e Local GUCH centres should receive greater
clinical support and leadership from the
specialist GUCH centre with clearly defined
roles and responsibilities established for
each service on a local basis.

SAFE AND SUSTAINABLE - addressing the needs
of GUCH patients

Although neither the proposed standards for
children’s or adult congenital heart services
require congenital cardiac services for adults
and children to be co-located on the same
hospital site some of the existing children’s
surgical centres also provide care to GUCH
patients. However, SAFE AND SUSTAINABLE has
taken account of the needs of GUCH patients
and their services:

e A number of senior congenital heart
clinicians were members of both separate
groups responsible for developing the
respective clinical standards

e There is concordance between the saFe
AND SUSTAINABLE Standards and the
GUCH standards for example around the
important issue of transition
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* The expert panel, led by Sir lan Kennedy,
considered the quality of the children’s
surgical centres’ transition arrangements
and the panel met with GUCH patients

After the SAFE AND SUSTAINABLE consultation,
should the NHS decide to make changes
to children’s heart services, the NHS will
subsequently consider the provision of GUCH
services. This will involve a formal process
to establish which hospitals can meet the
agreed GUCH quality standards and are
able to meet future demand. It is proposed
that an expert group of clinicians and
patient representatives will be convened to
advise NHS commissioners on the process.
Commissioners will ensure there is a consis-
tent approach across the country not just for
adultservices, but also to ensure synergy with
the development of services and networks for
children with Congenital Heart Disease. The
NHS will consult on any proposed changes to
GUCH services.

This table overleaf gives the current
CCAD data on GUCH activity by centre,
and the potential flow of patients following
reconfiguration of surgical centres under
each potential option for consultation. The
assumption hereisthatthe GUCH patients will
flow the same way as the paediatric surgical
cases from the centres that cease surgery to
the new Congenital Heart Networks.

77 Source: Central Cardiac Audit Database

78 Source: Central Cardiac Audit Database

79 Designation of Specialist Service Providers for Grown-Ups with Congenital Heart Disease (GUCH) / Adults with Congenital Heart Disease
(ACHD), (Including National GUCH service specification Standards) - 28th September 2009
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GUCH Implications GUCH Implications
current surgery procedures 2008/09 current surgery procedures 2008/09

CENTRES CURRENT OPTION 1 OPTION2 | OPTION 6A | OPTION 6B CENTRES OPTION 8 | OPTION 10A | OPTION 10B | OPTION 12 | OPTION 14
London 200 200 241 241 241 London 246 247 247 247 205
Birmingham 19 44 19 80 60 Birmingham 40 90 74 39 75
Bristol 65 106 106 106 Bristol 106 106 106 106 73
Liverpool 7 7 7 7 7 Liverpool 7 7 7 7 7
Leicester 4] 61 61 Leicester

Leeds 56 Leeds 159 159

Newcastle 88 124 124 124 144 Newcastle 108 124 124
Southampton 66 122 Southampton 74
Oxford 16 Oxford

SUB TOTAL SUB TOTAL

Other centres 300 300 300 300 300 Other centres 300 300 300 300 300
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Cardiological Interventions

The table below gives indicative numbers
for the number of cardiological interventions
performed in 2009/10. These procedures will
be carried out at the specialist surgery centres
in the future as surgical back-up would be
available in the rare event that it is required. As
part of the designation process centres were
asked to address potential capacity issues that
may arise as aresult ofincreased interventional
procedures. These procedures are carried out
in catheter laboratories or similar facilities.

Cardiological Interventions performed in NHS Hospitals

TYPE HOSPITAL 2009/10

Catheter Alder Hey Hospital 207
Birmingham Children’s Hospital 358
Bristol Children’s Hospital 113
Freeman Hospital 107
Great Ormond Street Hospital for Children 262
Glenfield Hospital 139
Evelina Children’s Hospital 181
Leeds General Infirmary 179
Royal Brompton Hospital 178
John Radcliffe Hospital 90
Southampton General Hospital 105

N.B. Some centres did not return all
‘electrophysiological’ procedures to CCAD in this
year and so the figures may be understated.



APPENDIX C -

THE CREATION OF A JOINT COMMITTEE OF PRIMARY
CARE TRUSTS FOR THE PURPOSES OF FORMAL
PUBLIC CONSULTATION AND DECISION MAKING

ABOUT THE PROVISION OF PAEDIATRIC CARDIAC
SURGERY SERVICES IN ENGLAND

ACTION

The board is asked to receive this paper and
resolve to accept its recommendations, in
accordance with its Standing Orders.

Purpose Of Paper

Torecordthe policy contextforthe establishment
of the Joint Committee for Primary Care Trusts
(JCPCT) for the purpose of formal consultation
on the models of care for and location of
surgical centres for the provision of paediatric
cardiac surgery in England; the consequent
action to be taken by Primary Care Trusts; and
to confirm the role and remit of the JCPCT.

1.1 Introduction

The ‘SAFE AND SUSTAINABLE’ review of paediatric
cardiac surgical services in England was
instigated in 2008 in response to long-
standing concerns held by NHS clinicians,
their professional associations and national
parent groups around the sustainability of the
current service configuration. Surgeons are
spread too thinly across surgical centres (31
congenital cardiac surgeons spread over 11

surgical centres), leading to concerns around
lack of surgical cover in smaller centres and
the potential for sudden closure or suspension
of smaller centres.

A steering group comprising the relevant
clinical and lay associations and NHS
commissioners was established, chaired by
the Immediate Past President of the Royal
College of Paediatrics and Child Health. The
steering group has developed clinical quality
standards, informed by contributions from
NHS clinicians, the public, NHS commissioners
and other stakeholders, against which centres
seeking designation as paediatric cardiac
surgical centres were assessed in May and
June 2010.

The outcome of the review is likely to be a
recommendation for fewer, larger centres
of specialist expertise but within a national
model of care that develops the delivery on
non-interventional diagnostic and follow-up
care in local hospitals; this will be achieved
by strengthening a commitment to shared
clinics and by developing the roles of cardiac
liaison teams and of Consultant Paediatricians
with Expertise in Cardiology. The NHS will

hold formal public consultation on options for
change between October 2010 and January
2011.

The review is led by the National Specialised
Commissioning Group on behalf of the ten
Specialised Commissioning Groups in England
and their constituent Primary Care Trusts.
In December 2009 the National Specialised
Commissioning Group recommended the
establishment of the JCPCT with delegated
powers of consultation and decision making.
This recommendation was endorsed by the
Secretary of State for Health in July 2010.

1.2 Geographical Coverage

It is proposed that the JCPCT will comprise
delegates representing every PCT in England,
and, should the Welsh Assembly determine
to join the JCPCT, a delegate from Wales
because Welsh patients receive these services
in England.

1.3 Statutory Framework

The relevant statute is the National Health
Service Act 2006 and specifically sections 1
to 3 which impose a duty on the Secretary of
State for Health to provide a comprehensive
Health Service. The NHS (Functions of Strategic
Health Authorities and Primary Care Trusts
and Administrative Arrangements) (England
Regulations 2002 SI 2002/2375) allocates
certain of those functions to Primary Care
Trusts and amongst other provisions authorises
those Trusts to make arrangements for their
functions to be exercisable jointly with other
NHS bodies and permits the delegation of the
exercise of those functions to committees or
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sub-committees including joint committees.
If a body delegates its relevant functions to a
joint committee and that committee reaches
a decision the body will be bound by that
decision.

1.4 Application

Guidance issued by the Department of Health
in July 2003 (“Overview and Scrutiny of Health
- Guidance”) recommends as follows:

Paragraph 10.3.2

“In circumstances where a proposed
service change spans more than one

PCT, they will need to agree a process

of joint consultation. The Board of each
PCT will need to formally delegate the
responsibility to a Joint Committee, which
should act as a single entity. Following
the consultation the Joint PCT Committee
will be responsible for making the final
decision on behalf of the PCTs for which
it is acting. See Regulation 10 of S/
2002/2375 for relevant PCT provisions”.

Althoughthisisonlyguidance, thecircumstances
of the paediatric cardiac surgery consultation
warrant a Joint Committee arrangement.

1.5 Establishment

The Chief Executive of every Primary Care Trust
in England is being asked to obtain approval of
the Trust Board to the following decisions:

a) That the Trust resolves to use its authority
under the 2002 Regulations to share
decision making powers on this
consultation with every other PCT.




b) That the Primary Care Trusts appoint a Joint
Committee in accordance with the terms of

reference below.

) That the Joint Committee comprise of the
following members:
Chair: The Chief Executive of East of England
Strategic Health Authority
The Chairs or PCT Chief Executive
nominees of the ten regional Specialised
Commissioning Groups
The Director of National Specialised
Commissioning
A representative appointed by the Welsh
Assembly should the Welsh Assembly

determine to join the Joint Committee

d) That the members of the Joint Committee
shall elect a Vice Chair from among their

number.

e) That the Joint Committee shall adopt the
Standing Orders relating to the handling
of meetings, agendas and declaration
of interest, and also Standing Financial
Instructions of the East of England Strategic
Health Authority. Such Standing Orders
will regulate compliance with the Public
Bodies (Admission to Meetings) Act 1960
and associated arrangements for the
publication of dates of meetings, issue of
papers etc. Thus the Joint Committee will
meet in public when appropriate.

1.6 Terms Of Reference Of The Committee
Primary Care Trust Boards are also asked to
agree that the role of the Committee shall be to
carry out the following functions as the formal
consulting body in respect to the provision of
paediatric cardiac services in England:

a) Approve the method and scope of the

consultation.

b) Approve the text of and issue the
consultation document.

c) Act as the formal body in relation to the
Joint Overview and Scrutiny Committees
established for this Consultation by the
relevant Local Authorities.

d) Take decisions on issues which are the
subject of the Consultation.

1.7 Procedure

Primary Care Trusts are also asked to agree:

a) The Joint Committee adopts the Standing
Orders of the East of England Strategic
Health Authority.

b) Each member of the Joint Committee shall
have one vote and the Joint Committee
shall reach decisions by a simple majority
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of the members present, but with the
Chair having a second and deciding vote if
necessary.

c) That the Joint Committee will make
decisions on the issues being consulted on,
taking proper account of all the consultation
responses and all other relevant matters,

including an Equalities Impact Assessment.

d) The decisions of the Joint Committee shall
be binding on all member Trusts.

Recommendations
The PCT Board is asked to pass the following
resolutions:

1. The Primary Care Trust resolves to use
its authority under Regulation 10 of the
NHS (Functions of SHAs and PCTs and
Administration Arrangements) (England)
Regulations 2002 to share decision making
powers on its consultation with every other
PCT in England.

2. The Primary Care Trust is content with the
establishment, terms of reference and
the procedure of the JCPCT, as set out in
paragraphs 1.5, 1.6 and 1.7 above.
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JOINT COMMITTEE OF PRIMARY
CARE TRUSTS MEMBERSHIP

CONSTITUENCY

ROLE

Sir Neil McKay CBE Chair, Joint Committee of Primary Care Trusts; Chief Executive, East of England SHA From July 2010
Sophia Christie West Midlands SCG Chief Executive, Birmingham East From July 2010
& North PCT

Ailsa Claire Yorkshire and the Humber SCG Chief Executive, Barnsley PCT From July 2010
Jon Develing North West SCG Chief Officer North West SCG From July 2010
Deborah Evans South West SCG Chief Executive, Bristol PCT From July 2010
Catherine Griffiths East Midlands SCG Chief Executive, Leicestershire County & Rutland PCT From July 2010
Dr Lise Llewellyn South Central SCG Chief Executive, Berkshire East PCT From July 2010
Teresa Moss National Specialised Commissioning Director of NHS Specialised Services From July 2010
Steve Phoenix South East Coast SCG Chief Executive, West Kent PCT From July 2010
Chris Reed North East SCG Chief Executive North of Tyne PCT From July 2010
Caroline Taylor London SCG Chief Executive, Croydon PCT From July 2010
Paul Watson East of England SCG Chief Executive, Suffolk PCT From July 2010
Stuart Davies Welsh Health Specialised Services Committee Former Acting Chief Executive of former Health Commission Wales July 2010

(Observer) - January 2011
Simon Dean National Assembly for Wales Director of Strategy and Planning, Department for Health From July 2010
(Observer) and Social Services,

Sue Dodd (Observer) Department of Health Vascular programme From July 2010
Dr Patricia Hamilton Safe and Sustainable Steering Group Chair of the Steering Group and Immediate Past President of Royal From July 2010
CBE (Clinical Adviser College of Paediatrics and Child Health

to JCPCT)

Mr Leslie Hamilton Safe and Sustainable Steering Group Vice Chair of Safe and Sustainable Steering Group and Immediate From July 2010

(Clinical Adviser to
JCPCT)

Cerilan Rogers
(Observer)

Welsh Health Specialised Services Committee

Past President of the Society for Cardiothoracic Surgery
in Great Britain and Ireland

Director of Specialised and Tertiary Services
and Committee Secretary

From January 2011
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Dr Martin
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Mr William Brawn

Dr Geoffrey Carroll

Katherine Collins

Steve Collins

Michaela Dixon

Dr Sarah Pinto-
Duschinsky

Sue Dodd
Professor Martin
Elliott

Deborah Evans

Janice Fawell

Jeremy Glyde
Dr Kate Grebenik

Catherine Griffiths

CONSTITUENCY

Chair of the Steering Group

National Specialised Commissioning Team

National Specialised Commissioning Team

British Congenital Cardiac Association (Immediate Past President)

NHS in Wales

NHS in Scotland

National Specialised Commissioning Team

Royal College of Nursing

NHS Commissioning

Department of Health (observer)

British Congenital Cardiac Association

NHS Commissioning

National Specialised Commissioning Team

National Specialised Commissioning Team
Association of Cardiothoracic Anaesthetists

NHS Commissioning

ROLE

Immediate Past President of Royal College of Paediatrics and Child
Health

Paediatric Cardiac Programme Manager

Medical Adviser

Consultant Cardiac Surgeon, Birmingham Children’s Hospital NHS
Foundation Trust

Medical Director, Welsh Health Specialised Services Team

Programme Director, National Services Division

Deputy Director of National Specialised Commissioning

Nurse, University Hospitals Bristol NHS Foundation Trust / University
of West England

Executive Chairman, Commissioning Support for London / Board
member of London SCG

Emergency & Acute Care Manager, Vascular Programme,
Department of Health

Consultant Paediatric Cardiac Surgeon, Great Ormond Street Hospital
for Children NHS Trust

Chief Executive, Bristol PCT / Chair of South West SCG

Interim Director of National Specialised Commissioning

Safe and Sustainable Programme Director
Consultant Anaesthetist, Oxford Radcliffe Hospitals NHS Trust

Chief Executive, Leicestershire County and Rutland PCT / Chair of East
Midlands SCG
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Continuous
January 2010 - June
2010

April 2009 - present
Continuous
December 2008

- October 2010

Continuous

December 2008
- June 2010

December 2008
- December 2009

Continuous

Continuous

April 2009 - present

Continuous

January 2009
- September 2009
April 2009 - present

Continuous

Continuous




Mr Leslie Hamilton
(Deputy Chair)

Maria von
Hildebrand

Dr Sue Hobbins

Dr lan Jenkins
Anne Keatley-Clarke
Candy Morris CBE
Teresa Moss

Dr Sally Nelson
Professor Shakeel
Qureshi

Chris Reed

Dr Anthony Salmon
Fiona Smith

Dr Graham Stuart

Dr Dirk Wilson

Vacant

CONSTITUENCY

Society for Cardiothoracic Surgery in Great Britain and Ireland

(Immediate Past President)

Patients and public

Royal College of Paediatrics and Child Health

Paediatric Intensive Care Society (Immediate Past President)

Patients and public

Strategic Health Authorities

National Specialised Commissioning Team

Public Health

British Congenital Cardiac Association (President)

NHS Commissioning

British Congenital Cardiac Association (President Elect)

Royal College of Nursing

British Congenital Cardiac Association

NHS Wales

NHS Northern Ireland

ROLE

Consultant Cardiac Surgeon, Newcastle upon Tyne Hospitals NHS
Foundation Trust

Independent Patient Advocate

Consultant Paediatrician with Expertise in Cardiology, South London
Healthcare NHS Trust

Consultant Intensivist, University Hospitals Bristol NHS Foundation
Trust

Chief Executive, Children’s Heart Federation

Chief Executive, South East Coast SHA

Director of National Specialised Commissioning

Medical Adviser, South Central SCG

Consultant Paediatric Cardiologist, Guy’s and St Thomas’ NHS
Foundation Trust

Chief Executive, NHS North of Tyne PCT / Chair of North East SCG
Consultant Paediatric Cardiologist, Southampton University Hospitals
NHS Trust

Adviser in Children and Young People’s Nursing, RCN

Adult Cardiologist, University Hospitals Bristol NHS Foundation Trust

Consultant Paediatric Cardiologist, Cardiff and Vale UHB
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Foundation Trust

Assistant Director of Operations, East Midlands Ambulance Service
NHS Trust

Adviser in Children and Young People’s Nursing, RCN

Adult Cardiologist, University Hospitals Bristol NHS Foundation Trust

Director, South West SCG

April 2009
- February 2010

April 2009
- February 2010

April 2009
- February 2010

September
2009-Present

December 2009
- February 2010

April 2009
- February 2010

July 2009
- November 2009

December 2009 -
Feburary 2010

December 2009
- February 2010

December 2009
- February 2010



SERVICE STANDARDS
APPENDIX F




146

APPENDIX F

‘You have the right to be treated with a professional standard
of care, by appropriately qualified and experienced staff, in a
properly approved organisation that meets required levels of
safety and quality’

Section 2a, NHS Constitution 2009

SAFE AND SUSTAINABLE

INTRODUCTION -
EVIDENCE SUPPORTING THE OPTIONS ASSESSMENT

SAFE AND SUSTAINABLE is about making sure
that a child who has heart surgery in England
has the best possible chance of survival and
the best possible outcomes. We believe that
these standards, if implemented in full, can
reassure parents, professionals and NHS
commissioners that the NHS in England has
put in place a framework for excellent services,
now and in the future.

These standards have been developed by a
multi-disciplinary group of experts (Appendix
A), which has itself received the benefit of views
and contributions from an extensive range of
professional and lay organisations, and from
parents and patients. We have set out these
standards with reference to seven key themes:

THE CONGENITAL HEART NETWORK
PRENATAL SCREENING AND SERVICES
THE SPECIALIST SURGICAL CENTRE
AGE APPROPRIATE CARE
INFORMATION AND MAKING CHOICES
THE FAMILY EXPERIENCE

ENSURING EXCELLENT CARE

Surgery for children with congenital heart
disease is increasingly complex and high
risk. Our view, based on available evidence
and professional consensus, is that larger
teams deliver better outcomes. The result
of our deliberations and engagement with
stakeholders is therefore to recommend

the concentration of specialist expertise
- including surgery, cardiology, anaesthesia
and nursing —into larger teams. This will ensure
that a smaller number of institutions will treat
a sufficient number of children to enable them
to carry out these complex procedures safely
and to become the true experts in their field.
We are also conscious that emergencies can
happen at any time of day or night, and we have
developed standards that will provide children
and their families with a safe and accessible
24/7 service in every hospital in England that
provides heart surgery for children.

We have concluded that a minimum of 4
consultant congenital cardiac surgeons is
necessary in each designated surgical unit
to safely deliver a 24/7 service that meets the
need to cover theatre sessions, emergencies,
ward rounds, outpatient clinics and other
necessary activities such as research and
education, and taking into account surgeons’
planned and un-planned leave. There was
broad support for a minimum of 4 surgeons
at a national stakeholder event attended by
clinicians, parents and NHS commissioners
that we held in October 2009.

We have not recommended a minimum
volume of surgical procedures for individual
surgeons, but there is a need to ensure that
occasional surgical practice is not present in
any paediatric cardiac surgical unit in England.
We have therefore set out a minimum volume
of 400 paediatric surgical procedures for each




Specialist Surgical Centre — with an ideal of
500 paediatric surgical procedures for each
designated hospital - sensibly distributed
across the 4 consultant congenital cardiac

surgeons.

Incidence and activity projections for
Congenital Heart Disease (CHD)

Currently around 8 of every 1000 babies born
will suffer from some form of Congenital Heart
Disease. This level of incidence leads to around
3,600 paediatric surgical procedures being
performed across England every year.

The paediatric workload has been relatively
stable in previous years, and is not expected to
rise significantly in the future other than in line
with the projected birth rate for England (13.7%
by 2025) and taking into account the impact of
improved prenatal diagnostic services.

The Congenital Heart Disease Pathway

The diagram below indicates the usual process
a child’s care will follow, from diagnosis,
through to treatment and then to ongoing care.
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The Congenital Heart Network

Surgery and interventional procedures are only
two elements of a complex network of services
for children with congenital heart disease that
begins with prenatal screening and continues
through to the transfer to adult services. While
we have been mindful that issues of safety
and clinical outcomes must be paramount in
determining the location of children’s heart
surgical units in the future — and that by their
very nature these services can never be ‘local’
to most people in England - so too do we
recognise that children and families are entitled
to local access for as much other cardiac-
related care as is safe and appropriate.

Within this standards document we have set
out our vision for the development of local
Congenital Heart Networks within which
the designated surgical units demonstrate
clear and effective leadership, and which
strengthen the planning and delivery of non-
interventional care within local settings. This
vision responds to comments that we have
received from stakeholders over the past year,
and is modelled on the approach set out by
the British Congenital Cardiac Association.
It has received widespread support from
stakeholders. In setting out this vision we are
clear that our purpose is to deliver a national
template that facilitates the development of
regional Congenital Heart Networks, and
that regional Congenital Heart Networks by
definition are best developed by local services
with regard to local circumstances.

In this document we describe ‘the Congenital
Heart Network’ through the relationship
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between three key services for children with
congenital heart disease:

Specialist Surgical Centre

The Specialist Surgical Centre  refers to
the smaller number of centres that will
be designated to perform surgical and
interventional procedures on children. All
children requiring a surgical or interventional
procedure will be referred to a Specialist
Surgical Centre for this purpose. In addition
to foetal diagnostic services, the Specialist
Surgical Centres will also provide the full range
of diagnostic and follow-up care, reflecting
the fact that for children who live close to the
Specialist Surgical Centre, this will also be their

‘local’ assessment and follow-up service.

Children’s Cardiology Centre

Children’s Cardiology Centres refer to those
centres that will have trained and experienced
paediatric cardiologists. Their teams will be
able to perform the full range of inpatient
(including neonatal) and outpatient non-
invasive diagnostic procedures and ongoing
management of children with congenital
heart disease. Children who need surgical or
interventional procedures will be referred by the
Children’s Cardiology Centre to the Specialist
Surgical Centre. Regular combined clinics will
be delivered by the Specialist Surgical Centre
and Children’s Cardiology Centres. The role
of Children’s Cardiology Centres has already
been successfully developed by some NHS
hospitals (Manchester, Cardiff and Edinburgh).
As a result of Safe and Sustainable there will

be some centres that are currently performing
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surgery and interventional procedures on The precise shape of each Congenital Heart
children who will stop this in the future because Network will be determined by local need and
they are not designated as a Specialist Surgical local circumstances including population levels,
Centre, and that will become a Children’s geography and transport but we have set &\
Cardiology Centre. out in diagram form one possible Congenital o4 Py
Heart Network: o & o
District Children’s Cardiology Services S o

District Children’s Cardiology Services will [ cnversrip
be delivered in some, but not all, local i
\/

hospitals and they will have close working

relationships with Specialist Surgical Centres

Nurse and
psychological

and Children’s Cardiology Centres and with ) support )
. *»w

Transition to
adult services

other local hospitals in close proximity. The & &é*
team will include a Consultant Paediatrician é&\‘

R Nurse and
é){o psychological
N support

with expertise in cardiology, and there will be
a named Consultant Paediatric Cardiologist

from the Specialist Surgical Centre or

Nurse and \
psychological
support

Children’s Cardiology Centre so that combined ¥
paediatric cardiology clinics are held regularly
at the District Children’s Cardiology Service.

They will accept referrals for children
suspected of having congenital heart disease
from local hospitals, general practitioners,
community paediatricians and others involved
in primary care, and they will also perform
inpatient (including neonatal) and outpatient
non-invasive diagnostic procedures and
ongoing management of children with
congenital heart disease. If a prenatal
diagnosis of congenital heart disease is made
or is suspected, the mother will be referred
to a Specialist Surgical Centre or Children’s
Cardiology Centre so that the most appropriate
care and treatment and an agreed plan of care
after delivery can be determined.



The Case for Change

The current configuration of services in England
is not satisfactory as not all centres can offer
the same levels of service and expertise
within their clinical teams. A detailed ‘Case
for Change’ is set out in a separate document

attached to these standards, but in summary:

e Surgical expertise is currently spread too
thinly across the country

e This leads to some clinical teams not
performing enough complex procedures
regularly enough to avoid occasional practice

e There is too much variance in the size of the
clinical teams; we believe that larger teams
deliver a safer service with better outcomes

e Some centres are not adequately staffed
in order to be able to provide appropriate
24/7 care

e Larger centres are best placed to recruit new
surgeons and plan for the future, and there
is current evidence to suggest that smaller
centres are less able to attract and retain
staff, leading to vulnerability

Aims and process for designation of
specialised services

These standards describe the vision for
children’s congenital cardiac services for the
future. The standards will, in effect, be used for
two purposes:

1) As a designation toolkit:

Designationis a formal process of ensuring that
all specialised services meet quality and other
standards and that services are able to meet
demand (for example, there are enough units,
beds and/or staff) and that they link together to
provide accessible safe and effective services
delivering the best possible outcomes for

patients and good value for money.

National guidance has been written to support
the designation process. The majority of
services are designated through a process
led by individual Specialised Commissioning
Groups, applying a common set of
standards agreed at national level, across
their own catchment area. However some
services - including Children’s Congenital
Cardiac Services - will be designated using
standards agreed at national level through a
nationally coordinated process.

A number of the individual standards are
“core” for designation as a Specialised Surgical
Centre, and these core standards will be
assessed as part of the formal assessment
process. The core standards are described in
more detail in the business case template that
will be issued to each centre in March 2010.

These core standards are not necessarily just
the ‘mandatory’ standards - they represent
those elements of the service that are critical
for designation.

2) As a commissioning service
specification:

Once Specialist Surgical Centres have been
designated in 2011 they will be expected
not only to have the core standards in place
but also to demonstrate to commissioners
how they will achieve the standards within
timescales specified. The standards document
will therefore be used as an ongoing

commissioning service specification.

It is proposed to develop separate designation
standards for Children’s Cardiology Centres
and District Children’s Cardiology Centres
in 2011.
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MANDATORY FOLLOWING DESIGNATION
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* Must be in place immediately
once designated

e Any failure or change in status
would prompt immediate
review of designation status

* Following designation,
robust plans/intentions
must be in place to achieve
all outstanding mandatory
standards within a
timescale agreed with NHS
commissioners

e Any failure or change in ability
to meet the standard within
the agreed timescale would
prompt immediate review of
designation status

NON-MANDATORY
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Highly desirable following
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Desirable following
designation

Value added following
designation.
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A2

A3

A4

DESIGNATION STANDARD

MEASURES

COMPATIBLE EVIDENCE BASE STATUS

A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY

Specialist Surgical Centres (in partnership
with NHS commissioners) will provide active
leadership in the Congenital Heart Networks
This will include:

¢ Managing and developing referral,
care,treatment and transfer pathways,
policies, protocols, and procedures

¢ Performance monitoring and audit,
professional training and development

e Facilitating the development of as much care
and treatment as possible close to the child's
home and the transition to adult services

Specialist Surgical Centres in partnership

with the Congenital Heart Network and NHS
commissioners will establish a model of

care that delivers all aspects of the care and
treatment of children with paediatric congenital
heart disease The model of care will ensure
that as much care and treatment should be
provided as close as possible fo the child’s
home and that the child and family travel to
the Specialist Surgical Centre only when
essential, while ensuring timely access for
interventional procedures and the best possible
outcome for the child

The Specialist Surgical Centres and services
within the Congenital Heart Network will hold
regular multi-disciplinary meetings for issues
such as agreement of protocols, review of audit
data and monitoring of performance Meetings
will be held at least every 6 months

Each Specialist Surgical Centre will have

a formally nominated Clinical Lead with
responsibility for the service overall, who will be
supported by separate clinical leads for surgery,
cardiac infervention and other areas

Written protocols and
policies

Documented pathways
Outcome of audits

Evidence of formal contracts
accompanied by Service

Agreements between
commissioners and all
providers in the Congenital
Heart Network

Evidence of formal contracts
accompanied by Service
Agreements between
commissioners and all
providers in the Congenital
Heart Network

Meeting dates, evidence of
attendance and minutes of
meetings

Name of Lead

Job and role description

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’
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National Service Framework

for Children, Young People and
Maternity Services (2003 and as
modified)

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

AJOLVANVIN

DESIGNATION STANDARD

MEASURES

SAFE AND SUSTAINABLE

COMPATIBLE EVIDENCE BASE

STATUS

A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY

A5

Ab

A7

A8

Each Specialist Surgical Centre will have a
formally nominated Lead Nurse The role of the
Lead Nurse is set out in Appendix B

Pathways must involve prenatal diagnosis,
maternity and obstetric services, transition fo
adult congenital cardiac services and palliative
care Congenital Heart Networks should be
aligned with networks for foetal services and
adult congenital services; the transition from
foetus — child and child —adolescent and
adolescent = adult requires a joined up
approach with treatment continuity

Specialist Surgical Centres (in partnership

with NHS commissioners) will collaborate to
facilitate referrals to each other when necessary
(reflecting that collectively they provide a
national service) and to develop and embed
best practice and benchmark performance

Specialist Surgical Centres will agree clinical
protocols with their Congenital Heart Networks,
based upon these and other national
standards The Specialist Surgical Centres will
be responsible for advising colleagues within
the Congenital Heart Network on the care

of children with cardiac conditions requiring
associated non-cardiac interventions

Name of Lead

Job and role description

Written protocols

Documented pathways

Audit of referral and waiting
time data

Access data

Written protocols

Advice from Royal College of
Nursing (2010)

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

Standards for Providers
of Services for Adults with
Congenital Heart Disease (2010)

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

Department of Health Waiting
Time Standards

NHS Operational Framework

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service'

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)
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APPENDIX F SAFE AND SUSTAINABLE

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY

A9 There will be specific profocols within each
Congenital Heart Network for the transfer of
children requiring interventional treatment

COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES

A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Written protocols Paediatric Intensive Care Society
(2010) ‘Standards for the Care of

Critically lll Children’

A13  There will be written protocols covering
communication between clinicians, and
between clinicians and parents / carers
and between clinicians and children / young

Written protocols

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

AHOLVANVYIA

people The protocols will be developed and
agreed with local referring paediatricians,
paediatric cardiologists, Children’s Cardiac

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering

Specialist Nurses, Clinical Psychologists and a First Class Service’

patient groups

A10  Interventional procedures must only be
undertaken at a Specialist Surgical Centre in

view of the need for on-site surgical support

Written protocols British Congenital Cardiac
Association (2009)
‘Requirements for Provision of

Outreach Cardiology Service’

National Reference Group
for Psychologists Working in
Audit of inferventions Paediatric Cardiology (2010)
National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)

British Paediatric Cardiac
Association ‘Recommendations
for Therapeutic Cardiac
Catheterisation in Congenital
Heart Disease’

AdOLVANYIN

National Service Framework for
Children, Young People
and Maternity Services
(2003 and as modified)

Al4  The Specialist Surgical Centre should have a
paediatric palliative care service able to provide
good quality end-of-life care in hospital and
with well developed shared-care palliative
services with the community

Written protocols

A1l All children transferring between services will
be accompanied by high quality information,

Audit of timeliness and British Congenital Cardiac
completeness of information Association (2009)

including a health records summary (about diagnosis and ‘Requirements for Provision of
(with responsible clinician’s name) and a management) at time of Outreach Cardiology Service’
management or follow up plan transfer

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Minimum Data Set

Note: The health records summary will be a
standard national template developed and
agreed by the Specialist Surgical Centres,
representatives of the Congenital Heart
Networks and NHS commissioners

CHILDREN’S CARDIOLOGY CENTRES

AdOLVANYIN

AND DISTRICT CHILDREN’S CARDIOLOGY SERVICES

National Service Framework

for Children, Young People and
Maternity Services (2003 and as
modified)

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service'

A15  To ensure that children receive as much non-
interventional treatment as close to their home
as is safe, Congenital Heart Networks will be
supported by specialised Children’s Cardiology
Centres and District Children’s Cardiology

Documented pathway

Children’s Cardiology
Centres and District
Children’s Cardiology
Services established

Audit of use of Model for Obstefric Services in
‘Patient Held’ records the NHS

A12  Specialist Surgical Centres will develop and
implement a system of ‘patient-held records’

A16  Each Children’s Cardiology Centre and District
Children’s Cardiology Services will have
telemedicine facilities to link with the Audit of use and
Specialist Surgical Centre The level of effectiveness
telemedicine required will be agreed
between network members

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Facilities in place
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APPENDIX F

A17

A18

A19

A20

A21

DESIGNATION STANDARD

MEASURES

COMPATIBLE EVIDENCE BASE

A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY

Each Children’s Cardiology Centre and District
Children’s Cardiology Service will have a

formal annual training plan in place, which
ensures ongoing education and professional
development across the network for all
healthcare professionals involved in the care of
children with congenital heart problems

Each District Children’s Cardiology Services

will have a named Consultant Paediatric
Cardiologist from the Specialist Surgical Centre
or Children’s Cardiology Centre, and regular
combined paediatric cardiology clinics

should be held within the District Children’s
Cardiology Service

Each District Children’s Cardiology Service will
have a named Consultant Paediatrician with
expertise in paediatric cardiology who

is closely involved in the organisation,

running of and atfendance in the District
Children’s Cardiology Service and who has
received training in accordance with the Royal
College of Paediatrics and Child Health and
Royal College of Physicians one-year joint
curriculum in paediatric cardiology

The Consultant Paediatrician must be allocated
time in the Specialist Surgical Centre so

that s/he may provide clinical continuity
regarding the management of children under
their care, enhance continued professional
development and to ensure the Specialist
Surgical Centre is made aware of the views
or concerns of patients

Each Children’s Cardiology Centre and District
Children’s Cardiology Service will provide all
of the non-invasive investigations (including
basic electrocardiography, chest radiography,
24-hour ambulatory electrocardiography

and blood pressure monitoring, treadmill
exercise testing and high quality
echocardiography facilities)

Each Children’s Cardiology Centre and District
Children’s Cardiology Service will provide
outpatient administrative support to ensure
availability of medical records, to organise
clinics, type letters from clinics, arrange
investigations, ensure timely results of the
investigations, arrange future follow ups and
respond to parents in a timely fashion

The requirements for the
training and education plan
will be part of the contracts
between commissioners
and Congenital Heart
Network members

Name of Consultant

Job description and staff
contracts

Name of Consultant

Job description and staff
contracts

Certificate of training

Facilities in place

Staff names

Job descriptions and staff
contracts

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Royal College of Physicians
and Royal College

of Paediatrics (2002):
‘Curriculum for Paediatricians
with Special Expertise in
Paediatric Cardiology’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

A22

A23

DESIGNATION STANDARD

Each Children’s Cardiology Centre and District
Children’s Cardiology Service will provide skilled
nursing support with additional training in
cardiology to undertake blood pressure and
oxygen saturation monitoring

Each Children’s Cardiology Centre and District
Children’s Cardiology Service will provide a
Clinical Psychology Service for children, and for
parents and carers

MEASURES

Staff names

Job descriptions and staff
contracts

Staff names

Job descriptions and staff
contracts

SAFE AND SUSTAINABLE

COMPATIBLE EVIDENCE BASE STATUS

A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service'

National Reference Group
for Psychologists working in
Paediatric Cardiology (2010)

British Psychological Society
(2003) ‘Working with Children
with Medical Conditions’




SAFE AND SUSTAINABLE

APPENDIX F

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS
A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY A CONGENITAL HEART NETWORK FOR THE CHILD AND FAMILY
A24  Each Children’s Cardiology Centre and District Written protocols British Congenital Cardiac A25  The management of patients should be MDT register of attendance British Congenital Cardiac
Children’s Cardiology Service will provide Association (2009) discussed and planned at combined cardiac and activities Association (2009)
pathways of care and management of Audit of service activity ‘Requirements for Provision of surgery and cardiology Multi-Disciplinary Team ‘Requirements for Provision of J§>
congenital heart defects agreed with the Outreach Cardiology Service’ (MDT) meetings at the Specialist Surgical Centre Outreach Cardiology Service’ z
Specialist Surgical Centres to ensure the best possible care and outcomes lo>|
a) Prenatally Diagnosed Congenital Heart lRoyaI Gl (,)f Surgeon's [2907) %
Defects If prenatal diagnosis of congenital Surgery for Children: Delivering =
heart defects has been made or is a first Class Service'
suspected the mother will be transferred
to the Specialist Surgical Centre or
the Children’s Cardiology Centre, as A26  The composition of the MDT should be pathway MDT register of attendance British Congenital Cardiac
appropriate Discussions will take place driven, and adjusted according to the needs and acfivities Association (2009)
about the location of the delivery of different aspects of the service (for example, ‘Requirements for Provision of ;§>
of the baby assessment, post-operative care, Outreach Cardiology Service' =z
clinic-pathological and audit meetings) )D>
b) Newborns with a murmur and otherwise Royal College of Surgeons (2007) 8
clinically well ‘Surgery for Children: Delivering 2
: : ) a First Class Service’
¢) Neonates and infants diagnosed with
congenital heart defects
A27  Staff from across the Congenital Heart Network MDT register of attendance British Congenital Cardiac
Each Children’s Cardiology Centre and District should be encouraged by the Specialist and activities Association (2009)
Children's Cardiology Service will provide Surgical Centre to attend Multi-Disciplinary ‘Requirements for Provision of
clgse m°””°”'?9 LSS devglopmem el ‘hga‘r_t Team (MDT) meetings when, for example, an Outreach Cardiology Service’ 3§>
failure, cyanosis or arrhythmias, and their initial R ) ) =
management by medical freatment, individual's core is complex or mvolves more S
if appropriate than one specialty team If physical attendance Royal College of Surgeons (2007) (3_’;
is not possible, it is essential that all staff from ‘Surgery for Children: Delivering o
d) New referrals of older infants and children across the Congenital Heart Network are fully a First Class Service’ N
from GPs and paediatricians involved in the MDT process including by video
/ teleconferencing and in the decision making
Local hospitals will refer children to a Children’s about their patient, where necessary
Cardiology Centre or District Children’s
Cardiology Service, as appropriate, for the
following categories of referrals: A28  The attendance and activities of the MDT should | MDT register of attendance Royal College of Surgeons (2007)

Murmurs

Cyanosis

Chest pain

Palpitations

Syncope or dizziness

Screening because of family history of
congenital heart defect, cardiomyopathy or
other syndromes

Kawasaki disease

e) Ongoing care of children and young
people diagnosed with congenital heart
defects

Local hospitals will refer children fo the
Children’s Cardiology Centre or District
Children’s Cardiology Service as appropriate,
for close monitoring for the development of
heart failure or cyanosis, depending on the
underlying heart defect, for the monitoring and
treatment and control of arrhythmias, and for
the adjustment of various cardiac drugs

be maintained in a register

and activities

‘Surgery for Children: Delivering
a First Class Service’

<
>
=z
>
_|
o
)
=




APPENDIX F

B2

B3

B4

BS5

DESIGNATION STANDARD

Specialist Surgical Centres and Children’s
Cardiology Centres must meet the ‘Foetal
Cardiology Standards’ developed by the British
Congenital Cardiac Association

Children’s Cardiology Centres and District
Children’s Cardiology Services that do not
provide a foetal diagnostic cardiology service
must work within the protocols defined by the
Specialist Surgical Centre in their Congenital
Heart Network in accordance with the ‘Foetal
Cardiology Standards’ developed by the British
Congenital Cardiac Association

Each Specialist Surgical Centre will agree

and establish protocols with feto-maternal
medicine units and tertiary neonatal units in
their Congenital Heart Networks for the care
and treatment of pregnant women whose
foetus has been diagnosed with a major heart
condition The protocols must meet the ‘Foetal
Cardiology Standards’ developed by the British
Congenital Cardiac Association and ensure that
pregnant women are referred to the relevant
specialists as early as possible, for diagnosis,
further testing and counselling

The timing of foetal cardiac scans for high
risk mothers should be in line with the foetal
cardiology standards of the British Congenital
Cardiac Association

If the obstetric screening anomaly scan
indicates that the foetus may have a heart
problem, the mother should be offered a
specialist foetal cardiology assessment within 1
week, and preferably within 48 hours

MEASURES

Written protocols and audit
of compliance

Written protocols and audit
of compliance

Written protocols and audit
of compliance

Written protocols and audit
of compliance

Written protocols and audit
of compliance

COMPATIBLE EVIDENCE BASE

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards'’

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards'’

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

Foetal Anomaly Screening

Programme, National Standards
and Guidance for England (2010)

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards'’

Foetal Anomaly Screening

Programme, National Standards
and Guidance for England (2010)

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards'’

STATUS

PRENATAL DIAGNOSIS

AHOLVANYIA

AdOLVANYIN

<
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3
3
o
e
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AdOLVANYIN

DESIGNATION STANDARD

MEASURES

SAFE AND SUSTAINABLE

COMPATIBLE EVIDENCE BASE

STATUS

E PRENATAL DIAGNOSIS

B6

B7

B8

B9

B10

Counselling for major congenital cardiac
anomalies should be performed by foetal
cardiology specialists with support from other
members of the multi-disciplinary team Support
from a Clinical Psychologist or Nurse Counsellor
or specialist nurse practitioner should be
available at an early stage to work with families

A specialist nurse counsellor / specialist nurse
practitioner / specialist practitioner will be
present during the consultation or will contact
all prospective parents whose baby has been
given an antenatal diagnosis of cardiac disease
to provide information and support within 48
hours of diagnosis Parents should also be given
contact details for relevant local and national
support groups at this point

At diagnosis a plan should be agreed befween
the Specialist Surgical Centre, the specialist
feto-maternal unit, the local obstetric unit,

the neonatal team, paediatricians and the
parents about arrangements for the delivery

of the baby The plan should be updated
throughout pregnancy

In all cases where a baby is likely to require
immediate post-natal intervention or surgery
the parents must be given the choice of
delivering the baby either at or close to the
Specialist Surgical Centre if necessary (for
example, at a linked obstetric unit)

If the plan is for the delivery of the baby

at the local maternity unit this should include
arrangements for the transfer of the mother
and baby to the Specialist Surgical Centre if
early intervention or assessment is required

A competent neonatologist should be present
at the delivery and a neonatal team must

be available to care for the baby whilst
awaiting transfer In cases not requiring urgent
assessment arrangements for early

postnatal cardiac evaluation should be

made after delivery

Written protocols and audit
of compliance

Job descriptions

Written protocols and audit
of compliance

Job descriptions

Written protocols and audit
of compliance

Written protocols and audit
of compliance

Written protocols and audit
of compliance

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

National Reference Group
for Psychologists working in
Paediatric Cardiology (2010)

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service'

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

British Congenital Cardiac
Association (2009)
‘Requirements for Provision of
Outreach Cardiology Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

AHOLVANVIN

AHOLVANVYIN

AHOLVANVIN
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APPENDIX F

SAFE AND SUSTAINABLE

DESIGNATION STANDARD COMPATIBLE EVIDENCE BASE STATUS

THE SPECIALIST SURGICAL CENTRE PROFESSIONAL COMPETENCE

MEASURES COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD

THE SPECIALIST SURGICAL CENTRE PROFESSIONAL COMPETENCE

MEASURES

Cl All children requiring investigation and Posts in place NHS Constitution 2009 c5 Arrangements must be in place in each Written protocols and audit Royal College of Surgeons (2007)
treatment will receive care from staff frained Specialist Surgical Centre for consultant of compliance ‘Surgery for Children: Delivering
in caring for children, including safeguarding Evidence of qualifications, RCN (2010) ‘Health Care congenital cardiac surgeons to operate a First Class Service’ =
standards, in accordance with the requirements experience and fraining Service Standards in Caring for together on complex or rare cases, within JZ>
of their profession and discipline Neonates, Children and Young legally compliant rotas JU>
People’ a
s
=<
Royal College of Surgeons (2007)
‘Surgery for Children: Delivering £
a First Class Service’ )Z>
o
>
RCN (2003) ‘Defining Staffing 3 C6 Each Specialist Surgical Centre must perform a Posts in place This figure has been determined
Levels for Children’s and Young 2 minimum of 400 paediatric surgical procedures with reference fo the need
People’s Services'’ each year, sensibly distributed between all 4 of Audif of operating logs to avoid occasional surgical
the consultant congenital cardiac surgeons to practice in a centre staffed by 4
Report of the Paediatric avoid occasional practice. full time surgeons
Congenital Cardiac Services
Review Group (2003) A ‘paediatric surgical procedure’ is defined as Appendix D for relevant papers
i ) any open or closed cardiac surgical procedure Submission of data to CCAD
NO"O'?Ol Service Framework i) performed on a child on or before the 16th
for Ch||dren,‘ Young‘ People birthday ii) is the primary procedure in any one
and /\/\GTerm.IY il anaesthetic episode and iii) does not feature
and as modified) on the list of ‘excluded’ procedures as the
sole intervention in any one episode (listed in
o ) ) ) Appendix C).
Cc2 All paediatric cardiac surgical cases should be Posts in place Royal College of Surgeons (2007)
carried out by a dedicated paediatric cardiac ‘Surgery for Children: Delivering )§>
surgical team Audit of operating logs a First Class Service’ z
e > SEs g C7 Each Specialist Surgical Centre should perform a Submission of data to CCAD This figure has been determined
a minimum of 500 paediatric surgical procedures with reference to the need
=z each year, sensibly distributed between all 4 of to avoid occasional surgical
the consultant congenital cardiac surgeons to practice in a centre staffed by 4
avoid occasional practice. full time surgeons
c3 Nursing care must be provided by a dedicated Posts in place RCN (2003) ‘Defining Staffing
team of nursing staff trained in the care Levels for Children’s and Young , - ) . )
) ) ; o ) A ‘paediatric surgical procedure’ is defined as
of children who have received cardiac surgery Named individuals People’s Services' } )
) o ) ; any open or closed cardiac surgical procedure )
The children’s cardiac inpatient nursing team . ) Appendix D for relevant papers
. ) . ) ) i) performed on a child on or before the 16th
will be led by a senior children’s nurse with Record of nurse staffing RCN (2010) ‘Health Care < ) . ) )
o . , ) . ) > birthday i) is the primary procedure in any one
specialist knowledge and experience in Service Standards in Caring for = .
. ) o ; S anaesthetic episode and iii) does not feature
the care of children and in paediatric Neonates, Children and Young > n ; ;
) . 3 on the list of ‘excluded’ procedures as the
cardiac surgery People o . o : : :
3 sole intervention in any one episode (listed in
) ) = Appendix C).
National Service Framework
for Children, Young People
and Maternity Services (2003
and as modil?;ed) C8 Each Specialist Surgical Centre must be staffed Named individuals Report of the Paediatric
by a minimum of 1 consultant paediatric Congenital Cardiac Services
cardiologist per half million population served Review Group (2003)
C4 Each Specialist Surgical Centre must be staffed Named individuals Royal College of Surgeons (2007)

by a minimum of 4 full ime consultant congenital
cardiac surgeons A ‘consultant congenital
cardiac surgeon’ is defined as having the
equivalent of two years dedicated training in a
recognised Specialist Surgical Centre

Job descriptions

Evidence of qualifications,
experience and fraining

‘Surgery for Children: Delivering
a First Class Service’

Consensus reached at Safe
and Sustainable national
stakeholder event, October 2009




SAFE AND SUSTAINABLE

APPENDIX F

DESIGNATION STANDARD COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

THE SPECIALIST SURGICAL CENTRE PROFESSIONAL COMPETENCE

MEASURES

CRITICAL INTERDEPENDENT SERVICES: CO-LOCATION AS DEFINED

BY THE FRAMEWORK OF CRITICAL INTER-DEPENDENCIES

c9 Each Specialist Surgical Centre must provide On call rota with defined Royal College of Surgeons (2007)
appropriately trained and experienced medical contracts ‘Surgery for Children: Delivering C14  Specialised Paediatric Surgery Description of services Commissioning
and nursing staff sufficient fo provide a full a First Class Service’ available and physical Safe and Sustainable =
24 hour emergency service, 7 days a week Consultant contractual evidence of co-location Specialised Paediatric Services: JZ>
within legally compliant rotas, including 24/7 obligation RCN (2003) ‘Defining Staffing )§> A Framework of Critical ~
paediatric interventional cardiology cover A Levels for Children’s and Young £ Infer-Dependencies (2008) a
consultant-led ward round will occur daily People’s Services' > z
o
s
RCN (2010) ‘Health Care <
service STondord§ in Caring C15  Paediatric Intensive Care Unit (PICU): Level 3 / Description of services Paediatric Intensive Care Society
for Neonates, Ch||(,jren Level 4 paediatric critical care services, capable available and physical (2010) ‘Standards for the Care of =
and Young People of multi-organ failure support (delivered in evidence of co-location Critically Ill Children’ JZ>
accordance with Paediatric Intensive Care ;D>
C10  Children who require assessment for heart Submission of data to CCAD NSCAG / CTAG Cardiothoracic ST S AUC.iIT e ey SN I.Defmlr’lg e o
. o : national standards Levels for Children’s and Young =
transplantation (including implantation of Transplant Standards , o <
. ) ) o People’s Services
a mechanical device as a bridge to heart Submission of transplant =
transplant) must be referred to a designated data to National Specialised
P ) ) ) : 9 o P Jz> RCN (2010) ‘Health Care
paediatric cardiothoracic transplant centre The Commissioning Team o ) ) )
h ) . > Service Standards in Caring for
designated transplant centre is responsible 3 )
. . o Neonates, Children and Young
for managing and developing referral, care, ) ,
L < People
treatment and transfer pathways, policies,
protocols, and procedures in respect of N
transplant patients Commissioning
Safe and Sustainable
Specialised Paediatric Services:
Cll Paediatric Intensive Care Unit (PICU) consultants Posts in place Paediatric Intensive Care Society A Framework of (;riticol
with appropriate skills in paediatric cardiac (2010) ‘Standards for the Care of z Inter-Dependencies (2008)
critical care should be available to the PICU on Named individuals Critically lll Children’ )Z>
EE g Cl6  Specialised Paediatric Anaesthesia Description of services Guidelines under development
S
=<

Record of staffing

CRITICAL INTERDEPENDENT SERVICES: CO-LOCATION AS DEFINED
BY THE FRAMEWORK OF CRITICAL INTER-DEPENDENCIES

(appropriately trained and experienced
paediatric cardiac anaesthetists delivered
in accordance with the Royal College of
Anaesthetists’ Guidelines and Paediatric
Intensive Care Society Standards)

Each Specialist Surgical Centre will have a
continuous and documented availability of

available and physical
evidence of co-location

Audit of compliance with
national standards

by the Royal College of
Anaesthetists, Association of
Paediatric Anaesthetists and
Association of Cardiothoracic
Anaesthetists

Royal College of Anaesthetists
(2009) ‘Guidelines for the

C12  Paediatric Cardiology Description of services Commissioning ) - o . Provision of Anaesthetic
available and physical Safe and Sustainable = frained on.d experienced poe@otnc el Services’
evidence of co-location Specialised Paediatric Services: Z OHQ?S'h?"STS Wh? have experience and
A\ [Fiarresi 6 Eitias] IniEe g 1r0|n|rjg |'n the perl-opgratlye care of the Commissioning
Dependencies (2008) = paediatric cardiac patient in accordance Safe and Sustainable
5] with the guidelines being developed by the o o ;
= ) o Specialised Paediatric Services:
Royal College of Anaesthetists, Association "
S i L A Framework of Critical
of Paediatric Anaesthetists and Association Infer-Dependencies [2008)
of Cardiothoracic Anaesthetists, including a P
C13  Paediatric Ear, Nose and Throat (Airway) Description of services Commissioning specialist on-call rota which is separate from

available and physical
evidence of co-location

Safe and Sustainable
Specialised Paediatric Services:
A Framework of Critical Inter-
Dependencies (2008)
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DESIGNATION STANDARD

OTHER CRITICAL INTERDEPENDENCIES

C17  Paediatric Neurology: access as

sfipulated in the Framework of Crifical available Safe and Sustainable ;§> C24  General Paediatrics Description of Royal College of Surgeons (2007)
Inter-Dependencies (CID) Specialised Paediatric Services: = services available ‘Surgery for Children: Delivering =
Audit of compliance with A Framework of Critical 35 a First Class Service' £
CID Framework Inter-Dependencies (2008) % g
2
C18  Paediatric Respiratory Medicine: access as Description of services Commissioning =
stipulated in the Framework of Critical available Safe and Sustainable JZ>
Inter-Dependencies . ) ) Specialised Paediatric Services: E C25  General Paediatric Surgery Description of Royal College of Surgeons (2007)
Audit of compliance with 3 services available ‘Surgery for Children: Delivering =
CID Framework 2 a First Class Service’ =
S
C19  Neonatology: access as stipulated in the Description of services Commissioning = %
Framework of Critical Inter-Dependencies available Safe and Sustainable > <
Specialised Paediatric Services: %
Audit of compliance with CID A Framework of Critical Inter- 3
Framework Dependencies (2008) % C26  Clinical Psychology Description of Royal College of Surgeons (2007)
= services available ‘Surgery for Children: Delivering
a First Class Service’
C20  Paediatric Nephrology: access as stipulated in Description of services Commissioning = =
the Framework of Critical Inter-Dependencies available Safe and Sustainable > National Reference Group JZ>
Specialised Paediatric Services: % for Psychologists Working in )o>
Audit of compliance with CID A Framework of Critical g Paediatric Cardiology (2010) 3
Framework Inter-Dependencies (2008) g 2
British Psychological Society
(2003) ‘Working with Children
C21  Clinical Haematology: access as stipulated in Description of services Commissioning = ihivedicalcondiions:
the Framework of Critical Inter-Dependencies available Safe and Sustainable >
Specialised Paediatric Services: %
Audit of compliance with CID A Framework of Critical g C27  Physiotherapy Description of Royal College of Surgeons (2007)
Framework Infer-Dependencies (2008) z services available ‘Surgery for Children: Delivering

MEASURES

Description of services

COMPATIBLE EVIDENCE BASE

Commissioning

C | CO-LOCATION (AS DEFINED BY THE FRAMEWORK FOR CRITICAL

INTERDEPENDENT SERVICES) WITH CORE CLINICAL SERVICES

C22  Adolescent Congenital Cardiac Surgery

Description of

Royal College of Surgeons (2007)

STATUS

DESIGNATION STANDARD

MEASURES

SAFE AND SUSTAINABLE

COMPATIBLE EVIDENCE BASE

CO-LOCATION (AS DEFINED BY THE FRAMEWORK FOR CRITICAL

INTERDEPENDENT SERVICES) WITH CORE CLINICAL SERVICES

a First Class Service’

STATUS

<
=
=z
=
—
(@)
)
=

services available ’Surgery for Children: Delivering < C28 Dietician Description of Royal College of Surgeons (2007)
aFirst Class Service b services available ‘Surgery for Children: Delivering =
g a First Class Service' >
> Z
S :
= o
by
=
C23  Adolescent Congenital Cardiology Description of Royal College of Surgeons (2007)
services available ’Su'rgery for Children: Delivering = C29 Infection control Nurse experienced in the Description of services Royal College of Surgeons (2007)
aFirst Class Service £ needs of paediatric cardiac surgery patients available ‘Surgery for Children: Delivering =
g a First Class Service' =
o Evidence of qualifications, (®]
2 training and experience g
By
=
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DESIGNATION STANDARD

MEASURES

COMPATIBLE EVIDENCE BASE

CO-LOCATION (AS DEFINED BY THE FRAMEWORK FOR CRITICAL

INTERDEPENDENT SERVICES) WITH CORE CLINICAL SERVICES

C30 Local facilities for transferring patients between
airfields and helipads and the Specialist
Surgical Centre

C31  Play room with facilities and Play Therapists

C32  Hospital School with teachers

C33  Bereavement Support

C34  Breast Feeding Support

C35  Social Work Services

Description of
services available

Description of
services available

Description of
services available

Description of
services available

Description of services
available

Evidence of qualifications,

training and experience

Description of
services available

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

STATUS

AJOLVANVIN AJOLVANVYIN

AdOLVANYIN

<
P
P
>
-~
o
Ee
=

AJOLVANVIN

C36

C37

C38

C39

C40

C4

DESIGNATION STANDARD

MEASURES

SAFE AND SUSTAINABLE

COMPATIBLE EVIDENCE BASE

CO-LOCATION (AS DEFINED BY THE FRAMEWORK FOR CRITICAL
INTERDEPENDENT SERVICES) WITH CORE CLINICAL SERVICES

Neonatal Intensive Care Unit

Foetal Diagnostic Cardiology

Obstetrics and Maternity

Landing facilities for helicopter

Paediatric Neurosurgery

Genetics

Description of
services available

Description of
services available

Description of
services available

Description of
services available

Description of services
available

Evidence of qualifications,

training and experience

Description of services
available

Evidence of qualifications,

training and experience

Commissioning

Safe and Sustainable
Specialised Paediatric Services:
A Framework of

Critical Inter-Dependencies
(2008)

Department of Health (2009)
‘Toolkit for High Quality
Neonatal Services’

British Congenital Cardiac
Association (2010) ‘Foetal
Cardiology Standards’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

National Service Framework for
Children, Young People

and Maternity Services (2003
and as modified)

Paediatric Intensive Care Society
(2010) ‘Standards for the Care of
Critically Ill Children’

Commissioning

Safe and Sustainable
Specialised Paediatric Services:
A Framework of Critical
Inter-Dependencies (2008)

National Service Framework
for Children, Young People and
Maternity Services

Diagnostic and Statistical Manual
of Mental Disorders IV (1994)

STATUS

AHOLVANVIN
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APPENDIX F SAFE AND SUSTAINABLE

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

CO-LOCATION (AS DEFINED BY THE FRAMEWORK FOR CRITICAL EQUIPMENT
INTERDEPENDENT SERVICES) WITH CORE CLINICAL SERVICES
C47  Electrophysiology Description of
C42  Child Psychiatry with dedicated sessions Description of National Service Framework services available =
services available for Children, Young People and jz>
Maternity Services = g
@ =
o) (@]
Diagnostic and Statistical P 2%
Manual of Mental Disorders mn
IV (1994)
C48  Echocardiography (ECHO) Description of
o ) ) services available <
C43  Dental Description of National Service Framework JZ>
services available for Children, Young People ;U>
and Maternity Services (2003 = =
o wn o
and as modified) = 2
>
@
—
m
C49  Cardiac catheterisation laboratory Description of services
available =
>
. CO-LOCATION WITH NON-PATIENT CONTACT SERVICES s
Evidence of qualifications, ;U>
training and experience 3
C44  Biochemistry Description of 2
services available <
P
=z
3
6' C50  Intra-operative ECHO Description of services
23 available ;§>
zZ
Evidence of qualifications, ;U>
training and experience 3
C45  Pathology: dedicated cardiac morphology Description of 2
services available o
m
2}
T
5 C51  Transoesphageal ECHO Description of services
mn available =
>
z
Evidence of qualifications, ;D>
training and experience 3
C46  Pharmacy Description of services 2
available =z
>
=z
Evidence of qualifications, )U> ) ) o .
. . 3 C52  Magnetic Resonance Imaging (MRI) Description of services
training and experience o ;
e available

Evidence of qualifications,
training and experience

<
>
=z
=
_|
o
)
=

C53  Computerised Tomography (CT) Description of services
available

Evidence of qualifications,
training and experience

AHOLVANVIN




APPENDIX F SAFE AND SUSTAINABLE

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS
. EQUIPMENT MEETING DEMAND
C54  Post operative extra corporeal life support (Non Description of C60  Admission for planned surgery will be booked Evidence of planned
nationally designated ECMO) services available for a specific date admission policy and audit <
of records jz>
o
5
(@]
)
=<
C55  Access fo Isotope Imaging Description of C61  Same-day cancellations for non-clinical Records of delayed or
services available reasons of elective cases shall not be more cancelled admissions or
than 08% operations

Refused entry audit

. PAIN MANAGEMENT C62  All children who have operations cancelled for Audit of cancellations and NHS Constitution 2009
non-clinical reasons are to be offered another evidence of re-scheduling =
binding date within 28 days :‘Z>
C56  Specidlist Surgical Centres must provide a available Royal College of Surgeons (2007) S
co-located multi-disciplinary 24-hour pain ‘Surgery for Children: Delivering =z >
management service a First Class Service’ :‘Z> %
o <
Z
o
2
C63  Unplanned readmission to Paediatric Intensive Emergency re-admission
Care Unit (PICU) will only occur in less than 10% statistics (clinical indicator)
for inpatient and
C57  Specidlist Surgical Centres must implement a Written policy Royal College of Surgeons (2007) rzitllr:ir?gilsi?or?snio Hiah
pain control policy that includes advice on pain and description ‘Surgery for Children: Delivering = . <
) ) ) o, > Dependency Unit (HDU) / PICU
management at home of services available a First Class Service =
o
Z
o
2
C64  Sufficient staff will be available at the Specialist Staff rotas
Surgical Centre to meet the demand for in-
fient beds, critical care beds, theat ity Audit of refusals and S
C58 A member of the acute pain team should Ward round records Royal College of Surgeons (2007) — .e > !c.a LI s, IMESI R VOl Onreiusas q.n : =
B ) , - o and service provision as generated by the onward referrals (including P
aftend the ward daily and all children who have Surgery for Children: Delivering . . ™ 9
) ) ) o, Congenital Heart Network When a Specialist reports from other Specialist >
had heart surgery or intervention should be a First Class Service - ) ) ) o
Surgical Centre cannot admit a patient for Surgical Centres) 3
assessed regularly =

whatever reason it is the responsibility of that
Specialist Surgical Centre to find another bed at
another Specialist Surgical Centre

<
>
=z
=
—
o
e
=

C59  Particular attention should be given to children Written description of Royal College of Surgeons (2007) Cé65  Sufficient capacity will be available at the Theatre utilisation records
who cannot express pain because of their level arrangements for identifying ‘Surgery for Children: Delivering Specialist Surgical Centre fo ensure that the
of speech or understanding, communication such children a First Class Service’ demands of emergency and elective surgery

difficulties, their illness or disability can be flexibly managed in daytime lists

<
=
=z
>
—
o
ZY)
=<
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APPENDIX F

MEETING DEMAND

Cé6

Cé67

RETRIEVAL AND REPATRIATION

C68

DESIGNATION STANDARD

Paediatric Intensive Care Units and High
Dependency care will be staffed in accordance
with national standards

A children’s cardiac specialist nurse should
be available to provide support and advice
to nursing staff within intensive care, high
dependency care and inpatient wards

There must be an appropriate mechanism for
arranging refrieval and timely repatriation of
patients which takes info account the following:

e Clinical transfers should be arranged in a
timely manner according fo patient need

o Critically ill children must be transferred/
retrieved in accordance with the standards
set out within the designation standards for
Paediatric Intensive Care services

e Acute beds must not be used for this purpose
once patients have been deemed fit for
discharge from acute cardiac surgical care

MEASURES

Record of nurse staffing

Record of night cover

Record of nurse staffing

Refusal audit (including
reports from other Specialist
Surgical Centres)

Record of delayed
admissions

Record of precipitate
discharges

Record of lengths of stay

Audit data for paediatric
cardiac surgery patients
within acute cardiac
surgical beds

COMPATIBLE EVIDENCE BASE STATUS

Paediatric Intensive Care Society
(2010) ‘Standards for the Care of
Critically lll Children’

RCN (2003) ‘Defining Staffing
Levels for Children’s and Young
People’s Services'

RCN (2010) ‘Health Care
Service Standards in Caring
for Neonates, Children and
Young People’

AJOLVANYIN

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

RCN (2003) ‘Defining Staffing
Levels for Children’s and Young
People’s Services'

RCN (2010) ‘Health Care
Service Standards in Caring
for Neonates, Children and
Young People’

AdOLVANYIN

Paediatric Intensive Care Society
(2010) ‘Standards for the Care of
Critically lll Children’

Royal College of Surgeons (2007)
‘Surgery for Children: Delivering
a First Class Service’

AJOLVANVIN

SAFE AND SUSTAINABLE




APPENDIX F

SAFE AND SUSTAINABLE

DESIGNATION STANDARD MEASURES

D1 The transition to adult services Written protocols
will be tailored to reflect individual
circumstances, taking into account
any special needs

D2 Children should be made aware and Written protocols
responsible for their condition from an
appropriate developmental age, taking
into account special needs

D3 Each Congenital Heart Network shall Named staff
have designated transition nurses to
facilitate effective and timely transition Job descriptions

from children’s to adult services
(Appendix E for role)

COMPATIBLE EVIDENCE BASE

n AGE APPROPRIATE CARE

Standards for Providers
of Services for Adults with
Congenital Heart Disease
(2010)

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class
Service’

Department of Health (2006)
‘Transition; Getting It Right For
Young People’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

Standards for Providers
of Services for Adults with
Congenital Heart Disease
(2010)

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class Service’

Department of Health (2006)
‘Transition; Getting It Right For
Young People’

National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)

Advice from Royal College
of Nursing (2010)

D4

D5

D3

DESIGNATION STANDARD

The patient’'s management plan
should be reviewed at each
consultation —in all services that
comprise the local Congenital
Heart Network - to make sure that
it continues to be relevant to their
particular stage of development

Young people should have the
opportunity to be seen by the
consultant for part of the consultation
without a parent being present

Young people must have the
opportunity to be seen by a

Clinical Psychologist on their own.
Psychological support should also be
offered to parents and carers

MEASURES

Written protocols

Audit of patient records

Written protocols

Patient / parent literature

Written protocols

Patient / parent literature

COMPATIBLE EVIDENCE BASE STATUS

n AGE APPROPRIATE CARE

Standards for Providers
of Services for Adults with
Congenital Heart Disease
(2010)

Department of Health (2006)
‘Transition; Getting It Right For
Young People’

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

General Medical Council ‘0-18
Years Guidance’

National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)

Standards for Providers
of Services for Adults with
Congenital Heart Disease
(2010)

National Reference Group
for Psychologists Working in
Paediatric Cardiology (2010)

Department of Health (2006)
‘Transition; Getting It Right For
Young People’

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

British Psychological Society
(2003) ‘Working with Children
with Medical Conditions’




APPENDIX F

n AGE APPROPRIATE CARE

D7

D8

DESIGNATION STANDARD

All services that comprise the local
Congenital Heart Network should have
appropriate arrangements in place

with designated centres for adults with
Congenital Heart Disease to ensure a
seamless pathway of care, led jointly by
paediatric and adult cardiologists. There
should be access to beds and other
facilities for adolescents

There will not be a fixed point of transition
between children’s and adult services but
the process of transition should be initiated
no later than 14 years of age, taking into
account individual circumstances and
special needs. Children, parents and carers
should be fully involved in discussions
around the clinical issues. The views,
opinions and feelings of the child should be
fully heard and considered

MEASURES

Written protocols
Services available with

evidence of access
arrangements

Written protocols

Patient / parent literature

COMPATIBLE EVIDENCE BASE

Standards for Providers
of Services for Adults with
Congenital Heart Disease
(2010)

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class
Service’

Department of Health (2006)
‘Transition; Getting It Right For
Young People’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

Standards for Providers
of Services for Adults with
Congenital Heart Disease
(2010)

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class Service’

Department of Health (2006)
‘Transition; Getting It Right For
Young People’

National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)

El

E2

E3

E4

DESIGNATION STANDARD

Specialist Surgical Centres must
demonstrate that arrangements are in
place that allow parents, carers, children
and young people to actively participate
in decision making at every stage in
their child’s care, taking into account
that young people can make decisions
themselves at the age of 16 years

Specialist Surgical Centres must
demonstrate that parents and carers
are helped to understand their child’s
condition, the effect it may have on their
child’s health and future life and the
treatment that they will receive

A Children’s Cardiac Specialist Nurse
must be present at all outpatient
appointments to help explain diagnosis
and management of the child’s condition,
and to provide relevant literature

A Clinical Psychologist experienced in the
care of paediatric cardiac patients must be
available to support parents and children
during the decision making process

MEASURES

Written protocols
Patient / parent literature

Parent / User
questionnaires

Written protocols
Patient / parent literature

Parent / User
questionnaires

Role description
Patient / parent literature
Audit of attendance

Parent / User
questionnaires

Named staff

Role description

Patient / parent literature
Access audit

Parent / User
questionnaires

SAFE AND SUSTAINABLE

COMPATIBLE EVIDENCE BASE STATUS

INFORMATION AND MAKING CHOICES

NHS Constitution 2009

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class
Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

AHOLVANVYIN

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)
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National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class
Service’

Advice from Royal College of
Nursing (2010)

National Reference Group
for Psychologists Working in
Paediatric Cardiology (2010)

British Psychological Society
(2003) ‘Working with Children
with Medical Conditions’




SAFE AND SUSTAINABLE

APPENDIX F

COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

INFORMATION AND MAKING CHOICES

DESIGNATION STANDARD

INFORMATION AND MAKING CHOICES

MEASURES

E5 Parents, carers and children must have Patient / parent literature Royal College of Surgeons E9 A Children’s Cardiac Specialist Nurse Role description Royal College of Surgeons
access to a health professional who (2007) ‘Surgery for Children: should be available to support parents (2007) ‘Surgery for Children:
can interpret and explain the data that Access audit Delivering a First Class throughout the consent process. When Written protocols Delivering a First Class
is available from the public portal of the Service’ considering treatment options, parents Service’
National Central Cardiac Audit Database Parent / User and carers need to understand the Patient / parent literature
questionnaires National Service Framework potential risks as well as benefits, Advice from Royal College of
for Children, Young People the likely results of freatment and Access audit Nursing (2010)
and Maternity Services (2003 the possible consequences of their
and as modified) decisions so that they are able to give Parent / User National Service Framework
informed consent questionnaires for Children, Young People
E6 Information must be made available Patient / parent literature Royal College of Surgeons and N\oterni'TY Services (2003
to parents and carers in a wide (2007) ‘Surgery for Children: and as modified)
range of formats and on more than Parent / User Delivering a First Class
one occasion. It should be clear, questionnaires Service’ E10  Parents, carers and all health Written protocols Royal College of Surgeons
understandable, culturally sensitive, ;§> professionals involved in the child’s care (2007) ‘Surgery for Children:
evidence based interprefed or Report of the Paediatric = should be given details of who and how Patient / parent literature Delivering a First Class Service’
transcribed and taking into account Congenital Cardiac Services :(_U>| to contact if they have any questions or =
special needs as appropriate. When Review Group (2003) ;OU concerns, including information on the Audit of ‘out-of-hours’ Report of the Paediatric JZ>
given verbally, information should be < main signs and symptoms of possible advice given Congenital Cardiac Services O
precisely documented National Service Framework complications or deterioration and what Review Group (2003) g
for Children, Young People steps they should take. They should have Parent / User =2
and Maternity Services (2003 immediate 24-hour access fo a member questionnaires National Service Framework
and as modified) of the clinical team for advice, information for Children, Young People and
and support Maternity Services (2003 and
E7 Where surgery or intervention is planned, Written protocols Royal College of Surgeons as modified)
the child and their parents or carers (2007) ‘Surgery for Children:
should have the opportunity to visit the Patient / parent literature Delivering a First Class EN Specialist Surgical Centres must Written protocols Royal College of Surgeons
Specialist Surgical Centre in advance of Service’ demonstrate that parents and carers (2007) ‘Surgery for Children:
admission (as early as possible) to meet Parent / User are offered support or cooperation in Patient / parent literature Delivering a First Class
the team that will be responsible for their questionnaires Report of the Paediatric obtaining further opinions or referral to Service’
care. This should include the opportunity Congenital Cardiac Services another Specialist Surgical Centre Audit of onward referrals J§>
to meet the surgeon or interventionist Review Group (2003) Report of the Paediatric z
who will be undertaking the procedure Parent / User Congenital Cardiac Services g
National Service Framework questionnaires Review Group (2003) %
for Children, Young People 3
and Maternity Services (2003 National Service Framework
and as modified) for Children, Young People
and Maternity Services (2003
E8  Consent for planned procedures should be Written protocols Department of Health (2009) and as modified)
sought by the Consultant in advance of the ‘Reference Guide to Consent
week of admission and the status of consent Patient / parent literature for Examination or Treatment’ E12  Parents and carers must be given details Patient / parent literature Royal College of Surgeons

re-checked before the operation, reflecting
that the process of consent is continuous

Audit of compliance

Parent / User
questionnaires

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class
Service’

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)
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of available support groups at the
earliest opportunity

Parent / User
questionnaires

(2007) ‘Surgery for Children:
Delivering a First Class
Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)
National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)
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APPENDIX F SAFE AND SUSTAINABLE

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

THE FAMILY EXPERIENCE

Facilities available

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

INFORMATION AND MAKING CHOICES

Written protocols Royal College of Surgeons F1 There should be dedicated clinical Paediatric Intensive Care
(2007) ‘Surgery for Children: facilities that are designed around the Society (2010) ‘Standards
Parent / User Delivering a First Class needs of children (diagnostic, ward, for the Care of Critically IlI

questionnaires Service’ theatre, staffing, support) Children’

E13  Specialist Surgical Centres must
demonstrate that arrangements are
in place for parents and carers to be
given an agreed, written care plan that
includes notes of discussions with the
clinical team, treatment options agreed
and a written record of consents

Royal College of Surgeons
(2007) ‘Surgery for Children:

Report of the Paediatric
Congenital Cardiac Services

Review Group (2003)

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

F2 Each child should have a named Role descriptions Advice from Royal College of
Children’s Cardiac Specialist Nurse who, Nursing (2010) <
working within a Cardiac Liaison Team, Written protocols z
is responsible for coordinating their care, ;U>
and who acts as a liaison between the §
clinical team and the parent, carer and <
child throughout their care

F3 Specialist Surgical Centres must Role descriptions Advice from Royal College of
demonstrate that the role of each Nursing (2010)
Children’s Cardiac Specialist Nurse
meets the minimum requirements of the
Royal College of Nurse role description
(Appendix F)

F4 Each Congenital Heart Network Staff records Advice from Royal College
must have a minimum of 7 whole of Nursing (2010)
time equivalent Children’s Cardiac Role descriptions
Specialist Nurses working within a Report of the Paediatric
functioning Cardiac Liaison Team. The Congenital Cardiac Services
number of required nurses will depend Review Group (2003)
on geography, population and the
Congenital Heart Network

F5 Parents and carers must be offered access Services available National Reference Group

to a Clinical Psychologist who is integrated
with the paediatric cardiac team fo discuss
their own concerns or problems

Parent / User literature

Access audit

Delivering a First Class
Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

National Service Framework
for Children, Young People
and Maternity Services (2003
and as modified)

for Psychologists Working in
Paediatric Cardiology (2010)

British Psychological Society
(2003) ‘Working with Children
with Medical Conditions’

AHOLVANVIN
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SAFE AND SUSTAINABLE

APPENDIX F

DESIGNATION STANDARD

THE FAMILY EXPERIENCE

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS

THE FAMILY EXPERIENCE

MEASURES COMPATIBLE EVIDENCE BASE STATUS

Fé There must be facilities in place to ensure Services available Royal College of Surgeons F10  Parents and carers should be provided with Patient / Carer literature Royal College of Surgeons
easy and convenient access for parents and (2007) ‘Surgery for Children: accessible information about the service (2007) ‘Surgery for Children:
carers. Facilities and support include: Parent / User literature Delivering a First Class and the hospital, including information Parent / Carer Delivering a First Class J§>

) ) Service’ about amenities in the local area, travelling, questionnaires Service’ =z

e accommodation for at least two family ) ; ) O
L ) Access audit parking and public transport >
members to stay at the Specialist Surgical ) ) ; ) =
Centre National Service Framework National Service Framework :CU>
Parent / User for Children, Young People for Children, Young People 3
e parents / carers to stay with their child questionnaires and Maternity Services (2003 = and Maternity Services (2003
in the ward 24 hours per day (except and as modified) JZ> and as modified)
when this is considered to be clinically )U>
inappropriate) Do.cu'mented Parent / Carer a Fl Specialist Surgical Centres must refund Patient / Carer literature Department of z
O GIEERS ETE TS Opinion 2 travel expenses to qualifying parents / Health’s ‘Healthcare JZ>
carers at the time of each appointment Parent / Carer Travel Costs Scheme’ )D>
e ability of parents / carers fo play and in accordance with the ‘Healthcare Travel questionnaires 3
interact with their child (and their other Costs Scheme’ 2
children) Audit of compliance
e an on-site quiet room completely
separate from general family facilities F12  Children, their parents and carers should Written protocols Royal College of Surgeons
be encouraged to provide feedback on the (2007) ‘Surgery for Children:
quality of care and their experience of the Written records of Delivering a First Class
service, and Specialist Surgical Centres complaints or feedback Service’
- specialist Suraical Cent + establish Servi ilabl Roval Coll to must demonstrate ongoing structured
pecp IstSurgica 'en res mustesiaplis ervices avaiiabie oyal Lollege o ”rg?°”s liaison with parent and groups. They Written records of how National Service Framework <
a patient hotel service (2007) ‘Surgery for Children: . ) . . >
o ! . should be encouraged fo participate in feedback was considered for Children, Young People Z
Delivering a First Class Service’ ) ; ; o
surveys of outcomes and/or experience. and acted upon and Maternity Services (2003 >
) ) Specialist Surgical Centres must make this and as modified) o
National Service Framework : n ' 2%
for Child v Peop q feedback openly available, and they must Patient / Carer literature
or Al .ren, gung eopledn demonstrate how they take this feedback
Maternity Services (2003 and ) ) -
dified) info account when planning and delivering Parent / Carer
as moditie their services. Feedback should also be questionnaires
given to parents and carers on action taken
Documented Parent / Carer ) . .
o following a complaint or suggestion made
Opinion
F8 There must be facilities, including access Service level agreements Department of Health (2009) A | et Sho,“'d ‘recew-e 1ro|p|ng n i @iy proeee iyl Coll e el Surggons
) . ) ) , ) ) ) communication with children, young people (2007) ‘Surgery for Children:
to maternity staff, that allow the mothers with maternity providers Toolkit for High Quality ) ) A o !

) . o, < and parents, which shall include training in Delivering a First Class <
of newborn babies who are admitted as Neonatal Services > ) | inf 0 Sorvite. >
emergencies to stay with their baby for Access audit % conveying unwelcome information ervice %
reasons of bonding, establishing breast National Service Framework > ) ) =

) . . o National Service Framework o
feeding and the emotional health of the for Children, Young People >l for Child v Peopl s
mother and baby and Maternity Services (2003 = orehl ren,‘ oung. eople =

o and Maternity Services

and as modified) "
(2003 and as modified)
F9 Children should have access to general Facilities available Royal College of Surgeons
resources including toys, books, (2007) ‘Surgery for Children: F14  There must be access (for patients and Facilities available Royal College of Surgeons

magazines, computers and other age
appropriate activity coordinated by play
therapy teams

Parent / User
questionnaires

Delivering a First Class
Service’

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)
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>
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=
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=

family members) fo support services
including faith support and interpreters

(2007) ‘Surgery for Children:
Delivering a First Class Service’

National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)
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SAFE AND SUSTAINABLE

APPENDIX F

DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD MEASURES COMPATIBLE EVIDENCE BASE STATUS
THE FAMILY EXPERIENCE EXCELLENT CARE
F15  The outcome of relevant local and Publication of audits Royal College of Surgeons Gl Each Specialist Surgical Centre must have Named professionals Royal College of Surgeons
national audits will be made easily (2007) ‘Surgery for Children: a dedicated management group for the (2007) ‘Surgery for Children:
available to patients, parents / carers Delivering a First Class )§> internal management and coordination of Record of attendance and Delivering a First Class :§>
and the general public Service’ % service delivery. The group must comprise activities Service’ =z
> the different departments and disciplines ;D>
National Service Framework = delivering the service National Service Framework o
for Children, Young People = for Children, Young People 2
and Maternity Services (2003 and Maternity Services (2003
and as modified) and as modified)
G2 All' healthcare professionals must take part Training register and Royal College of Surgeons
in a programme of continuing professional training records (2007) ‘Surgery for Children:
development that is recorded in a fraining Delivering a First Class
register. Training programmes will, where Staff appraisal Service’
possible, submit to regular external review documentation
of content, facilities and results and will Report of the Paediatric %
include the care of children, safeguarding, Written outcome of reviews Congenital Cardiac Services %
life support, pain management and of training programmes Review Group (2003) =
infection control. Staff will have an annual %
appraisal, re-licensing and re-validation National Service Framework <
consistent with their appropriate for Children, Young People
professional registration. and Maternity Services (2003
Specialist Surgical Centres must provide and as modified)
resources to sufficiently support these
educational needs
G3 Specialist Surgical Centres must provide a Staff records Advice from Royal College

number of cardiac clinical nurse educators
that is sufficient to deliver standardised
training and education competency-based
programmes across the Congenital Heart

Training available

of Nursing (2010)

Network. These programmes must focus on
the acquisition of knowledge and skills such
as diagnosis and assessment and freatment,
facilitating and evaluating care, evidence
based practice and communication

G4 All clinical teams will operate within Written protocols and
a robust and documented clinical guidelines.
governance framework that includes
clinical audit, including in Children’s
Cardiology Centres and District
Children’s Cardiology Services

Royal College of Surgeons
(2007) ‘Surgery for Children:
Delivering a First Class Service’
Evidence of audits

Report of the Paediatric
Congenital Cardiac Services
Review Group (2003)

<
=
=z
=
—
o
Ze)
=<

National Service Framework
for Children, Young People and
Maternity Services (2003 and
as modified)




SAFE AND SUSTAINABLE

APPENDIX F

COMPATIBLE EVIDENCE BASE STATUS DESIGNATION STANDARD COMPATIBLE EVIDENCE BASE STATUS

EXCELLENT CARE

DESIGNATION STANDARD MEASURES

EXCELLENT CARE

MEASURES

G5 Each Specialist Surgical Centre will Reported adverse health Report of the Paediatric GI0  Specialist Surgical Centres must New Treatment Review NICE Interventional
report on adverse incidents. In addition care events, including Congenital Cardiac Services demonstrate that processes are in place to Committee Procedures Guidance
to contractual and national reporting reports from other Review Group (2003) < discuss, plan and manage the introduction <
requirements Specialist Surgical Centres Specialist Surgical Centres jz> of new technologies and treatments NICE procedures Report of the Paediatric Jz>
must demonstrate how details of adverse ;U> with NHS commissioners. The Specialist credentialing Congenital Cardiac Services ;U>
o : . = : : ) =
incidents are disseminated across the local ;OU Surgical centres will follow mandatory NICE Review Group (2003) %
and national Congenital Heart Networks < guidance and work within the constraints <
set within relevant NICE Interventional
Procedures Guidance
G6 Each Specialist Surgical Centre will have Database entry Royal College of Surgeons Gl Specialist Surgical Centres must Written protocols Royal College of Surgeons
a robust internal database and outcome (2007) ‘Surgery for Children: demonstrate that they have a robust policy (2007) ‘Surgery for Children:
monitoring tool based on standardised Evidence of audits Delivering a First Class for collaboration with each other and with Terms of reference for, and Delivering a First Class
national audit coding (EPCC). Audit of Service'’ ;§> NHS commissioners at a clinical, audit, outcome of, peer reviews Service’
clinical practice should be considered % research and administrative level, including
where recognised standards exist or Report of the Paediatric b formal inter-unit peer review Report of the Paediatric
improvements can be made. At least Congenital Cardiac Services % Congenital Cardiac Services
one audit of clinical practice (or more Review Group (2003) = Review Group (2003)
if required by NHS commissioners)
of demonstrable clinical significance G12  Each Specialist Surgical Centre must Staff records Royal College of Surgeons
should be undertaken annually have, and regularly update, a research (2007) ‘Surgery for Children:
strategy and programme that documents Training available Delivering a First Class
G7 Specialist Surgical Centres must participate CCAD National Annual Royal College of Surgeons current and planned research activity, the Service’
in national programmes for audit and must Audit of Congenital Heart (2007) ‘Surgery for Children: resource needs to support the activity and =
contribute to the National Central Cardiac Disease Delivering a First Class objectives for development. The research Report of the Paediatric JZ>
Audit Database and the national Paediatric Service’ < strategy must include a commitment to Congenital Cardiac Services ~
Intensive Care Unit database PICANET annual report Z working in partnership with other Specialist Review Group (2003) 3
Report of the Paediatric g Surgical Centres in research activity which 2
Congenital Cardiac Services o aims to address research issues that are
Review Group (2003) 2 important for the further development and
improvement of clinical practice, for the
Care Quality Commission benefit of children and their families
‘Annual Health Check’
G13  Each Specialist Surgical Centre must Research Strategy Department of Health
G8 Each Specialist Surgical Centre must Named individuals Royal College of Surgeons demonstrate close links with one or (2006) ‘Best Research ;§>
have a dedicated paediatric cardiac (2007) ‘Surgery for Children: more academic departments in Higher Register of grant for Best Health’ %
surgery / cardiology data collection Staff contracts Delivering a First Class Service’ Education Institutions applications =
manager responsible for timely %
audit and database submissions in CCAD annual report Care Quality Commission Register of research activity =
accordance with necessary timescales ‘Annual Health Check'
PICANET annual report Gl4  Specialist Surgical Centres must Services available National Reference
demonstrate that support and Group for Psychologists
supervision is available from a dedicated Staff literature Working in Paediatric
G9 Patient outcomes will be assessed Evidence of regular audit Royal College of Surgeons Clinical Psychologist for all healthcare Cardiology (2010)

with results monitored and compared
against national and international
outcome statistics, where possible

and outcome analysis and
appropriate actions

(2007) ‘Surgery for Children:

Delivering a First Class Service’

professionals working within the
paediatric cardiac team

Access audit




APPENDIX F SAFE AND SUSTAINABLE

APPENDIX A:
MEMBERSHIP OF STANDARDS WORKING GROUP

APPENDIX B:
ROLE OF THE LEAD NURSE

Purpose of the role

MEASURES

Mr William Brawn (Chair)

Dr Martin Ashton-Key

Dr Geoffrey Carroll

Professor Martin Elliott

Jeremy Glyde

Dr Kate Grebenik

Mr Leslie Hamilton

Dr Sue Hobbins

Dr lan Jenkins

Anne Keatley-Clarke

Teresa Moss

Dr Sally Nelson

Dr Shakeel Qureshi

Dr Tony Salmon

Fiona Smith

Dr Graham Stuart

Louise Tranmer

British Congenital Cardiac Association
(Immediate Past President — President until
November 2009)

National Specialised Commissioning

NHS in Wales

British Congenital Cardiac association

National Specialised Commissioning Team

Association of Cardiothoracic Anaesthetists

Society for Cardiothoracic Surgery in Great

Britain and Ireland

Royal College of Paediatrics and Child

Health

Paediatric Intensive Care Society (President)

Patients and public

National Specialised Commissioning

Public Health

British Congenital Cardiac Association

(President)

British Congenital Cardiac Association
(President Elect)

Royal College of Nursing

British Congenital Cardiac Association

Specialised Commissioning

Consultant Congenital Cardiac Surgeon,
Birmingham Children’s Hospital NHS Foundation
Trust

National Specialised Commissioning Team

Medical Director, Health Commission Wales

Consultant Congenital Cardiac Surgeon, Great

Ormond Street Hospital for Children NHS Trust

Programme Director, NSC Team

Consultant Anaesthetist, Oxford Radcliffe

Hospitals NHS Trust

Consultant Cardiac Surgeon, Newcastle upon
Tyne Hospitals NHS Foundation Trust

Consultant Paediatrician, South London
Healthcare NHS Trust

Consultant Intensivist, University Hospitals Bristol
NHS Foundation Trust

Chief Executive, Children’s Heart Federation

Director of National Specialised Commissioning

Medical Adviser, South Central SCG

Consultant Paediatric Cardiologist, Guy’s and St

Thomas’ NHS Foundation Trust

Consultant Paediatric Cardiologist, Southampton
University Hospitals NHS Trust

Children’s Adviser, Royal College of Nursing
Adult Cardiologist, University Hospitals Bristol
NHS Foundation Trust

Director, South West SCG

The role of the Lead Nurse is to provide
professional and clinical leadership and
support to nursing staff within the Specialist
Surgical Centre and across the Congenital Heart
Network. As a senior member of the clinical
team at the Specialist Surgical Centre they will
also contribute to the strategic development
of the whole service across the Congenital
Heart Network.

Person specification

Expertin the care of children and young people
with cardiac conditions and has been educated
to Masters level or equivalent.

Core roler responsible for:

e advancing the development and practice of
evidence-based children’s cardiac nursing

¢ leading the development and delivery of
child and family focused cardiac care and
support

e developing and implementing effective
communications across the Congenital

Heart Network

e maintaining their own clinical practice which
must be 20% of their time over the period of
a month

e leading nursing Research & Development
and for developing multi-disciplinary R&D
working with the medical R&D lead




APPENDIX C:
EXCLUDED PROCEDURES

123200. Post-operative procedure

123206. Lung biopsy procedure

123280. Insertion of pleural tube drain

123351. Peripheral vascular procedure

123352. Non-cardiothoracic-vascular procedure
123713. Single lung transplant

123720. Double lung transplant

124003. Left thoracotomy

124006. Thoracoscopic approach (VATS)

124013. Minimally invasive procedure

124029. Median sternotomy: redo x 1-3

124118. Transverse bilateral thoracotomy: clamshell
126400. Bronchoscopy

126408. Bronchoscopic removal of foreign body
126420. Tracheal procedure

126421. Tracheostomy creation

126440. Tracheobronchial reconstruction procedure
126513. Pectus carinatum repair

126514. Pectus excavatum repair

126523. Anterior chest wall (pectus) repair
126545. Debridement of chest wall incision
126548. Sternal wire removal from previous sternotomy
126556. Sternotomy wound drainage

126560. Delayed closure of sternum

126582. Pleurodesis

126589. Pleural procedure

126600. Lung procedure

126601. Lung decortication

126602. Lung mass excision

126605. Lung lobectomy

126606. Pneumonectomy

126607. Lung sequestration repair

128000. Thoracic-mediastinal procedure

130021. Chest x-ray

130023. Computerised tomographic scan of chest

130024. Cardiovascular Magnetic Resonance Imaging
(CMRI)

130100. Echocardiographic examination
130102. Transthoracic echocardiographic examination

130103. Transoesophageal echocardiographic
examination

130103. Transoesophageal echocardiographic
examination

130104. Epicardial echocardiographic examination

130501. Diagnostic cardiovascular catheterisation
procedure

130512. Electrophysiological study (EPS)

130513. Catheterisation study for pulmonary
hypertension evaluation

130514. Transcatheter procedure undertaken with x-ray
guidance

130517. Electrophysiological study (EPS) with three
dimensional mapping

150001. Cardiac arrest during procedure

150265. Postprocedural haemorrhage requiring
reoperation

150300. Median sternotomy complication

150303. Infection of median sternotomy wound
150308. Dehiscence of median sternotomy wound
150330. Lateral thoracotomy complication

150350. Wound infection

150351. Wound dehiscence

153601. Postprocedural ascending aorta complication

154306. Unplanned reoperation during current
admission

155000. Cardiac catheterisation complication
158052. Postprocedural left pleural effusion
158055. Postprocedural chylothorax

158061. Pleural effusion requiring drainage

158090. Intraprocedural phrenic nerve injury (paraly