
support you need
Getting the

When you, your baby or child is diagnosed with a 
congenital heart condition you will be looked after 
by a network of clinicians who work together to form 
the South West and South Wales congenital heart 
disease service. This means that you or your child will 
be looked after by the local hospital team but may also 
meet specialist clinicians at our specialist cardiac centre 
in Cardiff (Welsh patients only) and/or the specialist 
surgical centre for the network in Bristol.

A congenital heart condition is a life long journey of 
care, and it is important to know where you can get 
support at the times you need it. This leaflet contains 
information about the support that is available to you 
and your family, and how to access it.

You can find out more about the South Wales and South 
West CHD network and the range of support available 
to you on the South West and South Wales congenital 
heart disease (SWSWCHD) website: swswchd.co.uk

What will my or my child’s pathway of treatment and 
care look like?
On the website, you will find our visual pathways for 
different groups: babies and children, young people, 
parents and adults. These pathway documents explain 
the things that are likely to happen when you need 
outpatient or inpatient care, or if you/your child requires 
cardiac surgery or a cardiac catheter.

The documents have interactive links that give you 
more information about particular steps in the pathway. 

For example, what will happen before and after 
an admission for surgery, and what type of health 
professionals you are likely to meet along the way.

How do I find out more about support?
You and/or your child may have a number of emotional 
needs due to having a congenital heart condition 
or because of an event occurring, such as needing 
to have surgery. We recognise that these things can 
be worrying, and that it is helpful to be able to find 
trusted information, to know where to turn to in times 
of need, or to know how  to find others who have 
been through similar experiences. In order to help you 
navigate your journey, we have put together a range 
of support ‘digibooks’, which are tailored for children, 
young people, parents and adults. In these interactive 
‘digibooks’ you will find information about the areas 
our patients and families have told us are the most 
challenging to manage. These include things like: coping 
with a diagnosis, being prepared for surgery, how to 
manage school or work when you have a congenital 
heart condition.

If the support you need is not within our specialist 
expertise, the information in the ‘digibooks’ will point 
you in the direction of local or national resources 
that might better suit your needs. We have included 
different types of support including online information, 
specialist clinical teams and specialist non-clinical support 
(e.g. marriage support ). These can be found on the 
SWSWCHD website, under the ‘Getting Support’ section: 
swswchd.co.uk/en/page/getting-support

Your cardiologist may 

want to monitor your 

child’s heart condition 

in an outpatient clinic 

locally to you.

The pathway below tells you more 

about what happens when your child 

is an outpatient. Your team may first 

talk to you about this in your local 

clinic and then refer you to Bristol 

Children’s Hospital for specialist care.

You will be sent 

a summary of the 

appointment by 

letter and the 

date of your next 

appointment.

You will be sent a 

letter with a time 

date and location of 

the appointment. 

When you attend your 

child may be asked to 

undergo investigations 

in the appointment, or 

investigations might 

be arranged over the 

following few weeks. 

This information helps 

your cardiologist 

plan the next steps 

of treatment or 

monitoring for  
your child.

Click on 

the      below 

for more 

information 

If there are times when you have questions or  

would like some additional support then click here
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When you meet your 
child’s cardiologist, 

they may ask 
you to come to 

Dolphin ward for 
investigations or 

supportive treatment.

You will receive a 
letter with the date 
of your admission 
and details of why 

you are being 
admitted. 

Once the doctors 
and nurses are 

happy you have fully recovered you will 
be able to go home. This can sometimes 
be the same day or if necessary you may 
have to stay with 
us overnight and 
go home the next 

morning.

Aftercare 
information: We 

will give you all the information you will 
need to continue 
your recovery at 

home. You will also 
get details of any 
medications and 

when you will next 
be seen in clinic for 

follow up.  

You will have your 
procedure and 

will be monitored 
closely for a period 

of time.

You will be 
admitted under the 

care of a cardiologist 
who will manage 

your care. They will 
keep you informed 

and discuss any 
treatment plans 

with you. 

As well as nurses and doctors there are other team members who play an important part in your hospital stay. These are: ward sister/matron, cardiac nurse specialist, psychologist, physio, dietician, play specialist, pharmacists, hotel service assistants, ward clerk, friends for parents (volunteers).
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your

Unplanned/
emergency 
admission: 

Once you get to 
Dolphin ward we 

will make sure 
you have all the 

help support and 
information you 

need during your 
stay.  You will get 
to meet the team 
who are looking 

after you who will 
be able to answer 
any questions you 

may have. 
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The pathway below tells you more about what happens when your child follows the inpatient pathway. Your team may fi rst talk to you about this in your local clinic and then refer you to Bristol Children’s Hospital for 
specialist care.

aFTeRCaRe inFORMaTiOn 

Children are admitted to Dolphin ward for investigations, surgery or supportive treatment from a variety of places (referral from another hospital, A&E, outpatient clinics). This can either mean you will be admitted as a day case or for a prolonged stay that can be from just a few days to several weeks depending on the care and treatment required. 

Planned surgery: 
You most likely 
will follow the 

surgical pathway; 
attending surgical 

clinic and pre 
admission clinic 
where you can 

look around and 
ask questions. 

DOLPHin WaRD

You will receive a letter 
with the time, date 
and location of your 

outpatient appointment 
with your cardiologist.

Your specialist 
Cardiologist in Bristol 
or Cardiff may want 
to follow you up in 

outpatient clinic locally 
to monitor your heart 

condition. The Bristol and 
Cardiff teams have several 

outreach clinics where 
they travel to see patients 

closer to their home.

You will be sent a copy of
your clinic letter, 

summarising your 
discussion with the 

cardiologist and also the
timescale for your
next appointment.

OUTPATIENT   
PATHWAY

The pathway below tells you 
more about what happens when 

you are an outpatient. Your 
team may first meet you in your 

local clinic and then refer you 
to University Hospital of Wales, 

Cardiff or the Bristol Heart 
Institute for specialist advice.

Click on 
the      below 

for more 
information 
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There are three levels of support detailed on the 
website:

Level one: if you want to find out more. 
You will find information here about many   
online resources that you can access, whenever  
and wherever you need to.

Level two support: if you need to talk  
to someone.
The ‘digibooks’ direct you to a range of local  
support groups and organisations that you can 
approach if you feel you would like to speak to 
someone about your worries or concerns, either in 
person or by telephone.

Level three support: specialist clinical support.
You can find out more about how you can access 
specialist support through our clinical teams. This may 
be through your consultant or cardiac nurse specialist, 
who may be able to answer your questions or refer 
you on to our specialist psychology team.

Toolkits to help you cope with some key issues:
We also have a number of toolkits that describe a 
range of tools and techniques you can use to help 
you with issues that we are often asked about. For 
example, what to do if you or your child is feeling 
low, or how to prepare for coming into hospital. Our 
toolkits contain information, ideas and strategies to 
help with questions and worries you may have.

Your clinical teams are also available to talk to you 
about your pathways of care and support. Please  
talk to our clinical nurse specialist teams about 
questions that you have on:

Bristol paediatric team 01173428286     
Cardiff paediatric team 07813922441/ 07811197136
Bristol adult team 0117 342 6599   
Cardiff adult team 029 2074 4580

For access to other patient leaflets and information please go to the following address:  
www.uhbristol.nhs.uk/patients-and-visitors/information-for-patients
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Why is feeling anxious or worried important 

to talk about?

Anxiety is an emotion which we can all 

experience at one time or another, for a 

variety of reasons. We know that having a 

health condition, facing changes in life and 

difficult medical decisions (e.g. antenatally), 

or dealing with traumatic physical events or 

unexpected medical interventions can be a 

source of anxiety for patients and their friends 

and family. 

One common feature of anxiety is 

to worry, which is thinking about 

negative events happening in 

the future, often characterised 

by negative ‘what if?’ scenarios. 

We know that when faced with 

uncertainty, e.g. awaiting test 

results, we tend to feel anxious as a result 

of overestimating the likelihood of a bad 

outcome and underestimating our positive 

ability to cope with it.

What is the benefit of reducing my anxiety and 

worry?
We know that when someone is anxious about 

a certain situation or event, people may manage 

their anxiety by avoiding that situation; this 

can help in the short term as anxiety is reduced. 

However, avoiding something may negatively 

impact your physical health in the longer 

term, e.g. avoiding a test or procedure for 

their condition for instance will mean that you 

don’t get the treatment that you might need. 

Reducing your anxiety and worry can help you to 

improve your long term mood overall and better 

connect with what’s important to you.

How can you use this toolkit?

This toolkit is designed to provide you with 

information about some of the symptoms 

of anxiety and worry and also provides 

some techniques that you can use to help 

you reduce these symptoms. At the end of 

the toolkit, there are also links to further 

information and support if you wish to explore 

this area in more detail.

How do I manage  
ANXIETY AND WORRY?

You may have heard your nurse or doctor talk about transition and not be sure exactly what it means. As a young person you may be becoming more independent and making decisions about your future, and so it is important that this includes your health.  Transition is the process of supporting you in understanding your condition, and helping you develop the confidence and skills to manage your condition.   A part of this is moving from 

services designed for children and young people to services designed for adults, and this usually happens when you are 16-18 years old. This might feel a bit daunting, especially if you have been seeing the same doctors or nurses for a while, but the process of transition shouldn’t feel hurried. Your care team will talk to you and help you feel ready and you should start to feel more confident in knowing how to look after yourself.

I’m transitioning to adult services and  DON’T KNOW WHAT 
WILL HAPPEN

Sometimes the idea of hospital can be a little bit 
scary. Maybe you haven’t been to hospital before and 
you don’t know what it will be like. Maybe you think 

you’re going to miss home and your friends. Going 
into hospital can bring up lots of questions and 
feelings.

It’s important to talk about these questions and 
feelings as this can help you not to worry. 

This toolkit is designed to help you get a better 
understanding of what hospital will be like. There are 
also some top tips to help ease your worries about 
hospital. 

COMING INTO HOSPITAL
I’m worried about 


