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Setting the scene
Having the best and safest surgery in the NHS for children’s heart conditions has to strike a balance
between services that are close to home and services with enough specialist expertise to allow the
highest standards of care.
Heart surgery for children is complex and becoming even more sophisticated. The NHS is looking at
the best way to ensure that:
• Each surgical team does an adequate number of operations a year to achieve the best results
• Units have enough volume of work to train the next generation of surgeons
• There are enough surgeons for proper team working and to provide specialist out of hours care.
This document makes it clear that to sustain current levels of care and to do even better in the future,
surgeons treating heart conditions in babies and children must be concentrated in fewer, bigger centres.
As a parent of a child with a heart condition it is vital that your views are heard as this decision will
affect not just your family but also many other families going through a similar experience in years
to come. As surgeons, our job is to provide the very best quality surgery we can.
The key decision is whether you accept the case for having to travel further to get
a better service. We do not underestimate the difficulties you will have to face.
John Black
President, The Royal College of Surgeons of England

On behalf of children and families, it is important that the National Health Service
reviews the appropriate number of centres for children’s heart surgery in England.
As technology advances and procedures become more sophisticated, it is sensible to review the size and
number of centres performing children’s heart surgery. A significant risk with smaller centres with fewer
staff is that there may be times when cardiac surgery teams are not available. Furthermore, smaller
centres may not see the same volume and variety of caseload that colleagues in a larger centre will see.
What does this mean and does it matter? It means that children’s cardiac surgery services need to be
planned to give the best possible results for children and their families in England. Children’s heart
surgery is extremely complex and demanding and requires very specialist surgeons and support staff
with a great deal of technological support. ‘The Need for Change’ document reviews how children’s
heart surgery services are currently provided in England and suggests new ways to deliver these services
so that all children have equal access to the highest standards of care.
Professor Terence Stephenson
President, Royal College of Paediatrics and Child Health
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Delivering a world class service
Safe, sustainable and world class. Not ordinary, OK or

We need a planned and co-ordinated approach for

just good enough. Children and young people who

England. This ‘Need for Change’ document explains

need heart surgery must have excellent care.

how children’s heart surgery services are provided at

Children’s heart surgery services need to be planned
and delivered to give the best possible results for

the moment and outlines how we can improve them
so that all children have equal access to the same
high standards of care.

critically ill babies, children and young people.

About
Safe and
Sustainable

In 2006 a panel of experts agreed that the current layout of services in
England was unsustainable and recommended fewer, larger centres of
excellence delivering the best possible care for children and their
families. This was also the view of the Royal College of Surgeons which
recommended in 2007 that ‘there should be fewer but larger paediatric
cardiac surgery services’. The NHS Medical Director has asked the NHS to
respond to these conclusions by delivering recommendations for a safe

Performing heart surgery on such young patients is

By creating fewer, larger centres, while strengthening

incredibly complex and requires great technical skill.

arrangements for non surgical services locally, we can

This is a highly specialised area and is becoming even

deliver the best possible care for children who need

The job of the National Specialised Commissioning Group (NSCG) is to

more so with modern surgical skills and technology.

heart surgery.

make sure that heart surgery services deliver the best possible results

and sustainable children’s heart surgery service.

for today’s children and for the children of tomorrow.

There are now 31 surgeons in 11 hospitals in England
performing around 3,600 heart surgery procedures

We have called this process Safe and Sustainable. Our work is being

for children every year. The services were pioneered

guided by four key principles:

in a number of areas by talented and dedicated
surgeons, but they were developed on an
ad-hoc basis.

“Paediatric cardiac surgery is
complex and demanding. It requires
very specialist and highly technological
support. If a child of mine needed a complex
heart operation I would want the operation to be
performed in a centre that regularly performed the
procedure. We currently have too many hospitals
offering heart surgery to children. We need fewer centres
so that children are only treated by surgeons supported
by skilled and experienced staff. We must put the
interests of children first. If we don't address this issue
we will put some of the most critically ill children at
risk and fail in our duty to ensure these NHS
services are fit for the future.”
Professor Sir Bruce Keogh
NHS Medical Director

“The time for change is now. Concentrating heart surgery for children in fewer, larger centres is
in the best interests of children, young people and their families. This approach will ensure we
have experienced surgical teams that are used to performing these highly complex operations.
Having larger centres will help avoid unnecessary cancellations and reduce the risk of services
being suspended.”
Dr Sheila Shribman
National Clinical Director for Children, Young People and Maternity Services
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• High standards. All children in England who need heart surgery
must receive the very highest standards of NHS care, regardless of
where they live or which hospital provides their care
• Personal service. The care that every centre provides must be based
around the needs of each child and family
• Local where possible. Other than surgery and interventional
procedures all relevant treatment should be provided as close
as possible to where each family lives

“The Society for Cardiothoracic
Surgery strongly supports the current
review of children's heart surgery in England.
We do not believe that the current system, which
depends on a small number of surgeons in each centre,
is sustainable. We believe that in order to provide a high
quality, safe and sustainable service in the future surgical
expertise must be concentrated in fewer, larger centres. Only
by doing this can we ensure that every child who needs heart
surgery, regardless of where they live, has access to a high
quality service that can perform the full range of specialist
complex procedures 24 hours a day, 7 days a week. We believe
that larger centres of expertise will deliver a better service
for children and their families and will deliver the best
clinical outcomes.”

• Quality. Standards are being developed and
must be met to ensure that services deliver
the best care.
This process is now well underway with
changes expected in 2011.

Mr Leslie Hamilton
President of the Society for Cardiothoracic
Surgery in Great Britain
and Ireland
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Why do we need change?
What sounds better; having a critically ill child

heart operations tend to have the best results.

needing heart surgery treated by a surgical team that

We want to ensure that our surgeons’ expertise

regularly performs heart surgery on young people?

in children’s heart surgery is the best it can be

Or using a surgical team that only occasionally carries

across England.

out the same complex operation for the same
age group?

The current two-tier system has developed on an
unplanned basis with 11 centres, both large and

At the moment professional experts are concerned

small. This is unsatisfactory because the centres are

that some centres cannot provide the best possible

unable to offer the same range of services or the

service. Some centres cannot provide 24/7 care and

same levels of expertise within their medical and

some are not seeing a wide enough range of heart

nursing teams.

Limitations
of smaller
centres

Put simply, we believe that smaller teams have disadvantages for
children and their families.
For example, surgeons and their teams need to deal with a sufficient
volume and range of complex operations if they are to offer a truly
excellent and comprehensive service.
If surgeons are not available for ward rounds or to respond to
emergencies, post operative care can be affected. We can’t predict when
emergencies will occur, but we know that it isn’t possible to provide safe
24/7 care unless each hospital has enough surgeons.

surgery cases. Experts agree that hospitals with teams

Nor can we deliver an excellent service if surgeons don’t have time to

that regularly perform a larger range of complex

take part in case conferences and team meetings or to provide support
to colleagues giving other specialist treatment to a child. We need
surgeons to be available to meet parents well before planned surgery
and we need them to have long enough to answer all the questions
parents might ask.
As well as being involved in how their service is managed, surgeons also
have research and development interests. How will they do all of this

The need for larger centres

without the support of a larger team?
Planning for the future is also more difficult for smaller centres.
We know that they can struggle to recruit and retain new surgeons

Of the 11 heart surgery centres in England, four have
two or fewer paediatric surgeons. This means that
in some centres there will be times when a surgeon
is not available to deal with routine cases or with
emergencies. We need enough surgeons in each
centre to meet the day-to-day demands of
performing operations in theatre, being on call to
respond to emergencies, doing ward rounds and
holding outpatient clinics as well as the other core

Fast facts
• Experts in the field are calling for change
• Some centres cannot provide appropriate
24/7 care
• There is too much variation in the
expertise available from centres

services that parents and children expect.

• Having a varied caseload means larger
centres are best placed to recruit
new surgeons and plan for
the future

“We believe that concentrating clinical expertise for
complex conditions in the right number of centres to meet
the national caseload is vital for the best clinical outcomes.
We support Safe and Sustainable in ensuring that children with
congenital heart problems receive the best possible care from the best expert teams.”

who want to work in larger teams with a greater volume and range
of operations.
Sometimes operations have to be cancelled on the day that they
were planned. This can be very distressing for children, who
“I have no doubt that
will not have eaten because of surgery, and to their
children will get better care if
parents who will have taken time off work. The risk of
we accept the need for change. We
having elective surgery cancelled on the planned day
must plan now so that the surgeons of
of operation currently ranges from less than 1% to
tomorrow are properly trained and treat
10% across the 11 centres. We have developed
enough children so that they have enough
new standards that aim to reduce the incidence
experience. Unfortunately the answer is not
of cancelled elective operations to less
recruiting more surgeons to the current centres.
than 1% across all of the centres.
That would be a recipe for disaster as surgeons
would not treat enough children to maintain
their skills.”

Professor Roger Boyle CBE
National Director for Heart
Disease and Stroke

John Murray
Director, Specialised Healthcare Alliance
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“

A parent’s experience
Theo’s story – as told by Willow Langdale-Smith

We’ve had just about every service going.

I called a GP out once soon after Theo’s discharge.

The NHS needs to give us a ‘joined up’ service so that

The GP didn’t understand how the Nippy ventilator

all the doctors and nurses who see our children know

worked and asked me about it. I was amazed that

what to do. They need to communicate better with

a child could be sent into the community and the

each other and with us parents and they need to

family expected to cope when even the local GP

provide us with a better and more accessible local

practice could not have cared for him.

service for all of the non-surgical treatment our

”

If the Safe and Sustainable review can give us a

children need.

How large
should
centres be?

Four is the magic number. The Royal College of Surgeons and other
professional bodies believe that in the future a children’s heart surgery
centre should have a minimum of four full-time surgeons. This means
they can cover theatre, emergency admissions, outpatient clinics and
ward rounds. Naturally, it makes sense to plan for surgeons’ holidays and
periods of unplanned leave as well as their other responsibilities such as
research and education.

joined up service that makes it easier for our children

At the moment we have 31 surgeons working in 11 centres. The surgeons

One time, the paramedics came out to deal with

to get the best care from all of the professionals

are spread too thinly. The number of children needing heart surgery every

Theo when he had respiratory problems. We wanted

that see our children, including doctors and nurses

year is about the same. In 2007/08 and 2008/09 the number of surgical

reassurance but they didn’t have the right piece of

in the local hospitals and in the community,

procedures in England was around 3600 each year. The numbers are static

equipment so we had to go to hospital and wait in

then I think it’s a fantastic opportunity not

and we do not expect them to increase significantly. So why don’t we

Admissions for six hours.

to be missed.

simply employ more surgeons? Unfortunately, increasing the national pool

Most of the time the GP service just isn’t sufficient –
they take one look at Theo’s notes and medicine list
and freak out. We’re expected to come into hospital
for assessment and frequently admission, even for
simple things like sickness and diarrhoea.

“The majority of parents
recognise that paediatric cardiac surgery
is a specialist service that is best delivered on
a national basis. So they support the concept of
larger, but fewer centres of excellence and are
willing to travel substantial distances for their child’s
surgery. Indeed, many are already travelling
considerable distances. However, there are a number
of parents who live close to a surgical centre and so
experience their service as local and it is important
that their views are understood.”

of surgeons to 44 would not solve the problem. Instead, it would result in
more surgeons performing even fewer operations at each unit and we
would expect the quality of the service to go downhill.
For too long we have relied on the goodwill of some surgeons, especially
those working without other surgeons or in very small teams. We need
to ensure that services are safe and sustainable for the long term.
Having larger teams means we can eliminate the problem of the same
surgeon working and being on call 24/7.
Working in a team of surgeons also provides professional support and
allows senior surgeons to train and mentor junior surgeons. Surgeons
should learn from each other. We also need to think about the next
generation of surgeons so that the services are sustainable in the
years to come. Working in teams exposes junior surgeons to
the full range of surgical techniques necessary to deal

Anne Keatley-Clarke
Chief Executive,
Children’s Heart Federation

“Paediatric cardiac surgery in England is already carried out to high standards but some units remain
small and heavily reliant on the goodwill of dedicated teams. Consolidation into larger centres will
address this but also needs to be matched to equitable and timely access for children and their
families. This process aims to raise standards that need to be applied to the whole of the child's
journey and seamless care into adulthood.”
Dr Ian A Jenkins
President, Paediatric Intensive Care Society
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with the complex and varied caseload of congenital

“All of the reports since the
heart disease. We need to make sure the service
Bristol Inquiry have identified
we deliver is fit for the future.
restructuring tertiary congenital heart
disease services into smaller numbers of higher
Safe and Sustainable has worked with
volume centres as an essential pre-requisite to
professionals, parents and other experts to
providing world class care for patients born with
agree minimum standards that a children’s
heart problems. The BCCA wholeheartedly supports
heart surgery centre must meet in order
the argument for properly funded and considered
to be designated as a specialist
restructuring of congenital cardiac services not only
surgical centre.
to improve care for these patients but also to
provide sustainable services in the longer term.”
Dr Shakeel A Qureshi
President, British Congenital
Cardiac Association

The Need for Change 09

What will change look like?

Key

Key
Key
Referral for more
Referral for
more
specialised
treatment

Local
Local
Hospital
Hospital

specialised treatment
The location of these children’s heart surgery

Paediatric Cardiology Periphery Services (PCPS) will

centres cannot be ‘local’ to all people in England.

be available in some local hospitals. The team will

But, services that don’t involve surgery or

include a consultant paediatrician with expertise

interventional procedures can be provided more

in children’s cardiology. There will be a named

locally. Our vision is a network of linked hospitals

consultant paediatric cardiologist from the CCC so

working together, pooling expertise and experience

that combined clinics are held regularly at the PCPS.

to ensure the best results for children and
young people.

will initially be referred to the PCPS where inpatient
and outpatient treatment can be performed. When a

procedures will be referred to a Specialist Surgical

higher level of expertise is needed children will be

Centre (SSC). For some children, these centres are

referred to the PCC or SSC.

possible to be assessed and receive follow up
care there.

up aftercare

Children with suspected congenital heart disease

All children who need heart surgery or interventional

relatively near their home and so it will also be

Return for follow
Return
for follow
up
aftercare

Paediatric Cardiology
Periphery Cardiology
Services
Paediatric
Periphery Services
Regular clinics, diagnosis,
Regular clinics,
diagnosis,
inpatient
and outpatient

The new model aims to deliver better and more

inpatient and
treatment
for outpatient
children
treatment
for
children
with or suspected of
having

consistent care for children and young people
with heart disease. Continual review will ensure it

Some of the 11 centres now performing surgery

provides the best care and support for parents and

and interventional procedures will stop performing

their children.

with
or suspected
of having
congenital
heart disease
congenital heart disease

operations and will become Children’s Cardiology
Centres (CCCs). Some children who don’t need
surgery will be treated in these centres. These centres
will have experienced children’s cardiologists who
can perform non-interventional procedures and
provide ongoing management of children with
congenital heart disease. CCCs will team up with
SSCs for combined clinics.

“On top of cardiac problems,
many of these children have other
complex conditions as well. That is why
it is vital to have experienced and highly
trained teams of nurses and surgeons. The RCN
supports the idea of having fewer centres with
more staff. This is the right way to retain people’s
experience and skills, and ensure better
outcomes for children and young people.”
Fiona Smith
Adviser in Children and Young
People's Nursing, Royal College
of Nursing

Specialist Surgical
Centres
Specialist
Surgical
Centres

Children’s Cardiology
Centres
Children’s
Cardiology
Centres

Surgery and interventional
Surgery anddiagnosis
interventional
procedures,
and

Non-surgical and non-interventional
Non-surgical
anddiagnosis
non-interventional
procedures,
and

procedures,
diagnosis of
and
ongoing
management
ongoing
of
localmanagement
children

procedures,
diagnosis of
and
ongoing
management
ongoingwith
management
children
congenitalof

local children

children
congenital
heartwith
disease
heart disease

Local
Local
Hospital
Hospital
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Network of
Network
specialistof
specialist
care
centres
care centres

Local
Local
Hospital
Hospital
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Benefits of the new service
We believe that a new national service will bring
benefits for children and their families including:

• Better results in the surgical centres with fewer
deaths and complications following surgery

• Better, more accessible diagnostic services and

As a result we will have:

Will some staff have to relocate?

• A trained workforce expert in the care and

Yes, it is likely that a small number of staff will need

treatment of children and young people
with congenital heart disease

• Centres at the forefront of modern working

to relocate. We know that some of the smaller centres

If my local centre is not selected to continue
providing surgery, does this mean I am going
to lose the service completely?

are having problems recruiting and retaining surgeons.

No, the centre will continue to provide non-surgical

It is important that we put the needs of children

services and these will be strengthened.

before the convenience of NHS staff. The hospitals

follow up treatment delivered within regional

practices and innovative technologies that are

that stop carrying out heart surgery will still need

and local networks

leaders in research and development

specialist staff as they will work within an NHS

• Improved communication between parents and all
of the services in the network that see their child

• Better training for surgeons and their teams to
ensure the sustainability of the service.
Delivering services in this way gives children better
access to the right services at any time of day or night.

• A network of specialist centres collaborating
in research and clinical development, encouraging

network for children with heart conditions. The NHS
will put systems in place to help relocation where
necessary.

provided by a centre is the number of complications
experienced by children after surgery. Currently this
information, called morbidity data, is not routinely

Our new standards ensure that the Specialist

analysed. But it will be in the future, and it will be

Children’s Cardiac Nurse and liaison team roles will

shared with parents and the public. Having larger

be strengthened, improving communications with

centres will mean that we can more easily understand

parents. Other support services such as clinical

what the morbidity data is telling us and we will have

psychology and counselling will also be improved

a much better understanding of the overall quality of

and there will be arrangements for an appropriate

care in each centre.

transition to adult services.

Can you produce outcome data to prove that
a centre should be stopped from
performing surgery?

the current service has developed on an ad hoc basis.

This is not possible because the volume of surgical

Most experts agree that we need to act now to ensure

procedures in centres is too low to enable a

the service is safe and sustainable for the long term.

meaningful analysis of outcome data. So, while
the available outcome data does not suggest that
any centre is currently ‘unsafe’ neither does it provide

better facilities in each will mean that there is much

larger centres with larger caseloads, a more

less chance of operations being cancelled.

provided as locally as possible. Children who need care

many parents of children who have received heart

before and after surgery will go to a local centre.

surgery believe that the benefits outweigh the

We understand the concerns some parents have about

inconvenience. It makes good sense to travel further to

travelling further when their children have heart

ensure critically ill children receive the best possible care.
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carefully, for example, the possible knock on effect to

Existing governance and commissioning

these issues and can help minimise these risks.

immediate attention.

All non-surgical and non-interventional care will be

There are some risks which need to be managed very
other services if children’s heart surgery is removed

concerns about individual centres that may require

and families at the hospital. However, experts including

What are the risks of reconfiguring the services?

So, how we can be sure that centres are
currently safe?
arrangements will alert NHS commissioners to any

developing new standards around facilities for parents

Will it mean less chance of last minute
cancellations?

currently operating within safe limits. By creating

assured about safety and quality.

surgery. We are trying to address these concerns by

we should not settle for anything other than the best.

Yes. Having larger centres with larger teams and

in the future so that parents may be completely

What will it mean for parents who will now
have to travel further?

True, many children have received excellent care. But,

us with a complete assurance that all centres are

meaningful analysis of outcome data will be possible

Any questions?

Two previous reviews led by Sir Ian Kennedy and James
Monro have recommended changes. The structure of

the sharing of knowledge across the network.
An important indicator of the quality of care

The service my child has received has always
been excellent. If it ain’t broke, don’t fix it.
Why bother meddling with the structure
of the service?

from a hospital. The NHS is used to dealing with

How can I give you my feedback?
We are very keen to get feedback. We will be
organising a series of events to talk to parents and

Is this about cost cutting?

young people about the issues. In the autumn we will

No. We don’t anticipate cost savings from this

be organising a public consultation on which centres

process. Some additional money may be required to

should be designated to provide surgery. We will

expand some centres. This is about ensuring that all

encourage people to have their say and contribute

children have equal access to heart surgery services

to the consultation.

and that those services are as safe and sustainable
as possible. Larger services will result in more highly
qualified staff which will improve quality.
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What happens now?
Service standards based on achieving the best

consult with young people, parents, overview and

possible care and outcomes for children have been

scrutiny panels, healthcare professionals, relevant

developed by a group of experts. You can view these

unions and other interested parties on a proposed

standards on our website. In May 2010 a panel of

new structure of services. The consultation will

experts, led by Professor Sir Ian Kennedy, will visit

provide people with an opportunity to have their

each of the centres to assess their ability to meet the

say and help us develop a world class service.

standards. The outcome of these visits and other
relevant evidence will be reviewed by the National
Specialised Commissioning Group (NSCG) in the
summer. The NSCG will also consider issues around
transport, travel and access. In autumn 2010 we will

M ay Pa ne l to as s es s
c e nt re s
S um m e r N a t io na l S p ec i ali s ed
Co m m i s s i o ni ng G rou p
rev i e w s fi n di ng s

Further
information
• Commissioning Safe and Sustainable
Specialised Paediatric Services,
Department of Health, 16 September 2008
www.dh.gov.uk
• www.specialisedcommissioning.nhs.uk
• www.childrens-heart-fed.org.uk

A ut u m n Pu b lic c o ns u lt at i on

A final thought

E a r l y 2 0 1 1 Ou t c o m e o f
co ns ul t a ti on
e x pe ct e d

Doing nothing is not an option. Surgeons in smaller centres do not have the same
opportunities to see children requiring the range of different procedures to
which larger centres have become accustomed. Children at some of the smaller
centres also experience delays and cancellations that may be dangerous and
can easily be avoided. Having a service nearer to your doorstep does not
necessarily make it better.
This document reminds us that this is a very complex area of specialist surgery
which continues to evolve and as it does so, it gets increasingly sophisticated. Surgeons perform
procedures now that would not have been dreamt of only a few years ago. The experts in this field
are absolutely right to demand change, because it is vital that our surgeons and their teams perform
sufficient numbers of specialist procedures to stay safe and to improve and develop their skills.
Change can be uncomfortable, but if we want a world class, safe and sustainable service that we can
rely on to provide the very best standards of care for these children, we must act now. The time has
come to concentrate our surgical expertise in fewer centres. We understand loyalties to local
hospitals, but for me, the quality of surgery and the outcomes for children come above all other
considerations. The new model of services – linking expertise and hospitals together in a children’s
heart surgery network – is the right way forward.
Dr Patricia Hamilton CBE
Chair of the steering group for Safe and Sustainable
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Society for Cardiothoracic Surgery
in Great Britain and Ireland

It’s not just us who think change is necessary. The professional bodies and patient groups above also recognise
the need for change.
For further information on Safe and Sustainable visit: www.specialisedcommissioning.nhs.uk

