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> Personal Health Passport

This Personal Health Passport is designed to hold important
information about your heart condition and to help improve
communication about your health and treatment.

Please take it each time you are seen as an outpatient or if you are
admitted to hospital.

We have included a Patient Information Card for you to keep with
you whenever possible.

> Advice and concerns

If you need advice about your health or have any concerns, you
should

contact the hospital which you visit and speak with the clinical nurse
specialist, doctor or your consultant.

Somerville Heart Foundation may also be able to advise you. See the
back page for our contact details.

% Somerville Heart Foundation

We are a national charity providing much needed support for
patients, their families, friends, colleagues and carers. We have online
groups for ACHD patients to support each other, we produce a
quarterly magazine, UPBEAT, and information guides on a number of
important topics, including:

e Travelling

* Pregnancy & Contraception

e Lifestyle

e Menopause

* and others



> Personal Details

Name:

NHS Number:

Address:

Home tel:

Mobile:

Work tel:

Hospital details

Hospital Name:

Address:

Nurse/Specialist:

Contact tel:

Consultant:

Contact tel:




Shared care

Hospital address:

Contact tel:

General Practitioner

Name:

Address:

Tel no:

In case of emergency notify

Name:

Relationship:

Address:

Tel no:




> Looking after your heart

It is important that you understand your diagnosis. If you are unsure
about anything please ask one of the medical team.

If you are admitted to another hospital please let them know which
hospital you normally attend and show this passport to help them.

> Preventing endocarditis

Endocarditis is an infection caused by bacteria that enter the
bloodstream and settle in the lining of the heart, a heart valve or a

blood

vessel. It is serious and needs prompt treatment. It is not a common
infection but people with a heart defect, whether operated on or not,
are

at greater risk of developing it than those with a normal heart.

You can reduce the risk of getting endocarditis by:

e Looking after your oral health Cleaning your teeth twice a day
using a fluoride toothpaste. Cut down on sugary snacks and
drinks including alcohol. Smoking or vaping are not
recommended. Make sure you go to your dentist for regular
check ups. The practice of routinely giving antibiotics to patients
at risk for endocarditis before dental procedures is no longer
recommended EXCEPT for patients with the highest risk of
adverse outcomes resulting from endocarditis. Please check
with your ACHD team if you are unsure if you are in the highest
risk group and do require antibiotic prophylaxis.

e Taking care of your skin Regularly wash your skin with soap and
water and wash any cuts or grazes carefully to prevent them
becoming infected. Avoid biting your nails. Tattoos and body
piercing (other than earlobes) can increase your risk of getting
endocarditis and are not advised.



You should contact your GP as soon as possible if you notice any of
the following symptoms, particularly if they occur together as a flu-
like illness and don’t improve quickly:

¢ A high temperature (fever) of 380 C or above

e Sweats or chills, especially at night

* New breathlessness, especially during physical activity

e Weight loss

¢ Tiredness (fatigue)

e Muscle, joint or back pain (unrelated to recent physical activity)

It is important blood tests are done, including blood cultures, before
antibiotics are started.

> Healthy lifestyle and exercise

Somerville Heart Foundation have informative leaflets about lifestyle,
exercise and travel etc when living with congenital heart disease. You
can sign up for free membership to access their leaflets and other
useful information at www.sfhearts.org.uk
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> Your heart

Diagnosis:

Cardiac Operation(s) / Catheter Interventions (including where they
were done and year):




Medication (alter as changed)

Date Medication (include dose and frequency)

Allergies:




ACHD team to detail abnormality

Superior vena cava
(from upper body)

Left pulmonary
artery (to left lung)

Aortic valve

Right pulmonary
artery (to right lung)

®

Left pulmonary
veins (from left lung)

®

Leftatrium

Left AV valve
Right pulmonary
veins (from right lung)

Left
ventricle

Right atrium

Right AV valve

Inferior vena cava
(from lower body) Pulmonary
valve

Right ventricle

(Normal Heart)



For ACHD team to draw further diagrams



> Exercise recommendations
) Unrestricted

1 No contact / competitive sport

[ No isometric weight training

] Gentle exercise only

> Endocarditis - dental

Endocarditis prophylaxis (disease prevention) recommendation for
dentist and hygienist.

Antibiotic cover:

M| Required for every procedure that may cause the gums to
bleed (includes all scaling)

U Not necessary
Other:

> Endocarditis - other

Endocarditis prophylaxis (disease prevention) recommendation for
non-dental treatments that may cause bleeding, e.g. tattoos, piercings
or some cosmetic procedures

Antibiotic cover:

d Required for every procedure that may cause bleeding

U Not necessary

Other:



> Pregnancy/contraception

Combined oral contraception:

() Recommended / not contra-indicated

(L Not recommended / contra-indicated

Pregnancy

U Follow up with GP

] Not advised without specialist advice

Q wil require supervision in ACHD maternal cardiology clinic

Somerville Heart Foundation have Pregnancy and Contraception
leaflets. See www.sfhearts.org.uk for more information.

> Pacemaker/ICD therapy

Type fitted:

Where/when:

Notes:

» Anaesthetic

(] Please contact ACHD specialist if general anaesthetic is required
Notes:




> Other observations

My normal oxygen saturations are:

If on Warfarin therapy, my INR range is:

Other notes:




Your Personal Health Card



We thank Toni Hardiman, ACHD Nurse Consultant at Norfolk and
Norwich University NHS Trust, Rebecca Mercaldi, ACHD Clinical
Nurse Specialist, and other clinical nursing staff at Barts Heart
Centre, Royal Brompton and St Thomas’ Hospitals for their help

in producing this booklet as well as others who made very
useful suggestions.
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