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de to adult Cardiac Care
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Moving to a GUCH Unit

Your guide to adult Cardiac Careng to a GUCH Unit












































































































Becoming an adult can be an exciting time, with many changes and opportunities such as:
· a new school

· going to university

· first job

· new friends.

It can also be a frustrating time as you leave the things you know and are comfortable with behind and move into new territories and challenges.

All these will be more enjoyable if you are managing your condition as best you can.

This leaflet gives you the information to help you understand more about the processes of changing from a children's health to an adult health environment. As an adult, you will be able to make choices and manage your care where you have the responsibility and are encouraged to take control of your own health.

It is a time when you can take control of your medication and make decisions for yourself regarding your health. This may be with support and advice from healthcare professionals or your parents/ carers.

GUCH means Grown Up Congenital Heart and ACHD means Adult with Congenital Heart Defect/Disorder.  Both are used as an abbreviation for people born with a heart condition.

The Doctors

Usually, between the ages of 16 - 18 years of age, a new team of healthcare professionals in an adult hospital will support you.

The Way That Healthcare Works

A Consultant Cardiologist is, as you may already know, an expert in heart care and is responsible for a team of doctors who will support you in the adult hospital. Junior doctors train in a consultant's team for six months to two years and that is why you may see a different doctor at each hospital visit. Others in the medical team may include a GUCH Nurse, psychologist, geneticist, or other support staff e.g. echo technicians. They are there to help and advise you so that you have the correct information about your health to make informed decisions for yourself.

The government has produced 'A commissioning guide for services for young people and grown ups with Congenital Heart Disease' which says,

'All adults with congenital heart disease whatever the level of complexity are seen by an 'expert' from a specialist centre at least once and receive a written care plan.'

The Nurses

At each GUCH clinic there is at least one specialist GUCH Nurse who is available for advice and support. These nurses have had extra training in GUCH medicine and are available to every GUCH patient and their relatives who attend the specialist centre. The GUCH Nurse may be the first port of call for help and advice between outpatient consultations.

Transition

Transition is a term used by healthcare professionals to describe the change from paediatrics (children's) care to adult care in a hospital.

Some hospitals have a specialised transition service already set up, where a Paediatrics Consultant will see you together with an Adult Consultant or GUCH Nurse when the handover of support begins.  Not all hospitals have this service but when you see an Adult Cardiologist for the first time they should have read your notes and are likely to have discussed your medical history with the Paediatrics Consultant.

After you have been transferred you will probably see your Consultant for your first appointment. You may be asked about your medical history and any problems you might have. You will probably be offered a physical examination as well as the normal tests such as an X-ray, ECG and/or Echocardiogram (ECHO).

At future appointments you will not always see the Consultant at every visit but a member of the team. Before your visit they will probably read the important parts of your notes and check test results. However, healthcare professionals may ask you questions that you have been asked before, or ask you about things that are in your notes already. While this may be irritating, they do need to check that things haven't changed for you since your last appointment. By talking to you they get to know you better and have a clearer idea about how much you know about your condition.

Seeing the Doctor

It's not easy to remember all the questions you have for the doctor. You may want to write down the questions that you want to ask before your appointment. If you don't understand what you have been told at any time, say so and ask them to explain it again or suggest they draw a diagram to show what they mean. You could also write down their answer to refer to it when you leave.

You may feel more comfortable having someone with you when you see the doctor. It is also important that you get the opportunity to speak with the doctor alone as both you, and they, may have questions that are very personal, it is your choice.

Don't be afraid of asking questions about lifestyle issues, e.g. piercings, exercise, alcohol, sex, recreational drugs as you may need to know the effects some of them may have on your health. There is a GUCH PA leaflet called "Lifestyle Issues" which gives information on some of the questions you may want to ask about - things like theme park rides, piercings, tattoos and travel etc. It is available from GUCH clinics, the GUCH Helpline (0800 854 759) and can be downloaded from our website: www.guch.org.uk
Between Out-Patient Visits

If you are concerned about any aspect of your health you should see your GP. You can also phone the GUCH Clinic and ask to speak with your GUCH Nurse. Tell them who you are and what the problem is and they may be able to advise you or bring your appointment with the team forward. If there is no GUCH Nurse available, contact your Consultant's secretary who will pass on a message to your care team.

Appointments

It is very important that you attend your GUCH appointment; this could be every 3-6 months, yearly or longer. Your heart changes as you get older and you and the doctors need to know what is happening to you.          

Your Rights

If you are dissatisfied with any aspect of your care you can complain directly to the Consultant or to the Patient Advice and Liaison Service (PALS) who can help you. This should not affect your relationship with your Consultant, as they are professionals who are interested in treating you to the best of their ability.

You can apply to see your health records and are entitled to see them. This applies even if you are under 16 years of age providing the record holder considers you will be able to understand what they say and mean. (Parents can ask to see children's records but permission may be refused if there is information that the child gave which, in the records holder's opinion, was given in the expectation that it would be kept confidential).

Pregnancy and Contraception

There is a lot of information and websites covering this topic. It is really important that a woman with congenital heart disease does not have an unplanned pregnancy; there are certain conditions that could put the mother and/or the child at risk. Your Consultant will be able to advise you on pregnancy or the contraceptive options that are available to protect you from an unwanted pregnancy. It is recommended that you always use a condom to prevent sexually transmitted diseases, hepatitis and HIV/AIDS.

Personal Health Passport

GUCH Patients Association (GUCH PA) has produced a pocket-sized booklet for you to keep with you. It allows you, or healthcare professionals, to write down the details of your condition, any medication, the name of your Consultant, and a contact telephone number. It may be useful in an emergency and helps you explain your condition to others including friends, teachers/tutors and dentists. These are free and are available from your GUCH clinic or direct from GUCH PA.

Medical Records Wallet

It is your right to be given a copy of a letter sent by your Consultant to your GP, you may also be given your ECG results. It is advisable to keep these in a safe place so you can take them with you if you need to go into a hospital for any other reason. You may also be asked to take them back with you each time you have a check up. GUCH PA has a free medical records wallet to make it easier to know where your documents are. You can get one of these either from your GUCH clinic or from GUCH PA 0800 854 759.

GUCH Patients Association

The Grown Up Congenital Heart (GUCH) Patients Association has produced this leaflet. We are a charity that supports young people and adults born with a heart condition.

We have information leaflets, a website, a free phone helpline and a quarterly newsletter. Our weekends away and outward bound holiday breaks are great for meeting people with similar conditions as well as learning about your own condition.

Check out our website www.guch.org.uk for more information and look at the message board - a great way to talk to others with a congenital heart condition.

The information you provide will be used solely for the purpose of sending you information relating to GUCH PA. Your information will not be used for any other purpose, and will not be disclosed to any other parties. If you require this leaflet in other languages or formats please contact us.
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