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Transition-what you need to know 

• Most need lifelong care

• Problems arrhythmia / heart failure

• Surgery and intervention

• Endocarditis

• PH

• Pregnancy

• End of life care

• Big numbers
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Relative and actual age



• Should begin at age 13yrs

• Prepare young people for transfer to adult services

• To enable young people to manage their own health care, 

      stay fit and well and out of hospital

• To understand their condition, medication and treatment plan

• Meet or introduce to the adult team

Purpose of Transition



Goal

• Give an uninterrupted and co-ordinated 
transfer to adult services 

• Develop skills in self-care

• Empower patients to manage their own 
health care

• Give in a developmentally appropriate way

• Educate around condition

• Support family in changing role

• May never happen!



• 25/10000 Downs Syndrome, 40% D.S. have CHD

• 17 % CHD occurs in association with a syndrome eg Turners/ Williams/ 
Noonan’s Syndrome etc

• Need to mindful of levels of understanding

• Conversations with young person and family, education e.g. lifestyle

•  Support to family, hospital stay, involve community teams and charities

• Capacity assessment

• Best interest meeting 

Additional needs



Transition is an active process that considers medical, 
psychosocial and educational needs of adolescents as they 
move from child centred to adult centred healthcare (13yrs) 

Transfer is an event which happens on one occasion when 
information or people move from one place to another (16yrs)

Transition v Transfer



• Poorly planned transition is associated with risk of non-adherence to 
treatment

• Loss to follow-up 

• Psychological distress

• Measurable adverse consequences in morbidity and mortality

• Poor social and educational outcomes

If it does not happen



• 50%-75% patients lost to follow-up 

• Reasons for lapse in care x 6

• Lost to follow-up and symptomatic 36%

• Proportion of patients admitted to A and E nearly doubled around the time 
of transition

• Patients must acquire appropriate beliefs about adult care well before 
transfer

Lost to follow up



• Adolescents can have a tendency to take risks, more so when they are with 
their friends

• The drive is to become independent and impress

• The limbic system which is involved in emotion processing and reward 
processing, it gives you a kick out of taking risks

• The pre-frontal cortex, which stops us taking risks is still in development  in 
adolescents leading to risk taking

• Age and development based approach needs to be considered 
in clinic discussions-this changes in the context of chronic 
illness

Brain development





Resources



ACHD 



Jargon free conversation

• Half of what a person is 
told is forgotten and half 
of what they remember is 
misunderstood

• Xander 



Practical tips-what our patients need to know

• Heart condition

• Medication

• Diet, alcohol, smoking and drugs

• Endocarditis risk

• Exercise guidelines

• Sex, pregnancy and contraception

• Extreme sport / Risk taking

• Travel

• Support

• Pts have poor understanding



Tell me what you understand about your heart 
condition?

• How do young people receive information?  

• Empowers young person to understand and manage conditions

• Explain pathway 

• Help to recognize when things change

•    Computer, screen, websites, BHF

•    Paper information- BHF  Mullins

• Anatomical mould

• Heart model

• Hand drawing

• Parents 

• Repeat back 



CCan you tell me what tablets you are taking…?

• What are they for?

• Check adherence

• Side effects

• Warfarin / INR testing

• Amiodarone /  TFTest

• Talk back method

• Build confidence

• Literacy is significant



Brida et al (2023) Acquired cardiovascular disease in adults with congenital heart disease: A call to action for timely 
preventive measures—a clinical consensus statement of the European Society of Cardiology Working Group on Adult 
Congenital Heart Disease in collaboration with the European Association of Preventive Cardiology and the European 
Association of Percutaneous Cardiovascular Interventions. European Heart Journal. 00. Pp 1-16.



Can you tell me about your diet?

Risk of being overweight e.g. breathlessness, MI, 
hypertension, stroke, type 2 diabetes and poor mobility

Advice

• Discuss CVS risk factors, normal BMI, poor diet, junk 
food

• Wholemeal options 
• Low fat, 5 portions fruit and veg and fish
• Low salt
• Cholesterol awareness
• Consider problems with relationship with food?
• Refer to GP for weight loss management or advice?



Many young people drink alcohol, have you             
tried it?

Poor understanding safe drinking and stimulant 
drinks. 14 units a week and alcohol-free days

Risks

HR and BP increase, stroke

Prolongs INR

Vomiting reduces absorption of medication

Excessive volume HF

Liver problems

Some cancers

Accidents and mental health problems  
www.drinkaware.co.uk



 Do you know what a unit is?

•www.drinkaware.co.uk



Does anyone in your family smoke, have you 
tried it?

Risk of smoking
Leading cause of death
HR ↑

↓O2 RR ↑↑BP

↑Toxins 4000

↑risk of MI x 2, CVA +clotting

↑respiratory disease

↑ cancer
 Coronary artery disease

 COPD

Smoking cessation

Nicotine replacement from GP

Risk of Vaping
• Coughing and headaches
• Sore throat and dizziness

• Effects on a never smoker powerful 
2% nicotine

• Long term effects are unknown

www.ash.org

http://www.ash.org/


Recreational drugs?

Risks

Ecstasy and speed arrhythmias

BZP arrhythmias

Ketamine slows down HR

IV - endocarditis

Advise against
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Endocarditis

Risk

• Poor dental hygiene/abscesses

• Skin infections

• Poor nail and skin care

• Piercings

• Tattoos

• Contaminated needles

• Invasive procedures

• Intervention

• Prosthetic valves

• Previous endocarditis

• IV drug user

• Cosmetic procedures

Advice

• Dentist

• Recognising symptoms

• Flu like symptoms lasting more than five days

• Night sweats

• No antibiotics before blood culture results

• Caution piercings

• Caution tattoos

• Contact specialist centre if unwell 



Piercings and tattoos

Risk 

• 20% infected 

• Infection if skin is broken

• Worse in nose, lip, tongue, belly button 
or genitalia

Advice

• Reputable, hygienic piercer

• Good skin care

• Ensure single use needles are used

• Remove infected ring/stud

• Do not replace until fully healed

• Tattoos……

• Reputable studio

• Clean ink 

• New needle

• Gloves

29



Tattoos will happen
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Exercise is safe

• Exercise + active lifestyle in CHD lower than 
general population

 
• Isotonic (dynamic or CVS exercise) e.g. jogging or 

swimming 

• Isometric (static) e.g. weight lifting and gym

• Depends on condition/ exercise on 
prescription helpful

• Based on haemodynamic, arrhythmia
• Avoid intense physical activity, competitiveor 

contact sport and weight lifting with mod to 
severe lesions

• Advise 150 mins mod intense exercise a 
week 

• Sudden death is v rare
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Contraception

• Most women regular methods

• Cyanosis risk of thrombosis, the combined pill may predispose to thrombosis

• Depo injection may  cause bruising for the patients on Warfarin

• Progesterone only pill e.g. Cerazette

• Low progesterone implant e.g. Implanon 3yrs

• IUD theoretical risk of infection-vasovagal

• Morning after pill-ok

• Sterilization can be high risk





• Symptom free before pregnancy will have normal pregnancy

• Circulating vol. doubles during pregnancy

Risks

• Increased risk due to heart failure, arrhythmias, thromboembolism and 
reduced oxygen to the foetus

• Saturations low advised not to become pregnant.

• Eisenmenger Syndrome -high risk

• Maternal mortality

• Foetal mortality

• Medication changes need to be considered

• Incidence of inheritance discussed

Pregnancy
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High risk pregnancy





Extreme sports

Bungee jumping
Skiing
Parachute jump

Risks
High altitude/hypoxia
Warfarin
Diving HR↓
↑ pul oedema
↑air embolism
↑decompression R-L
One off may be ok



Theme park rides

Risks 

HR

BP↑

BP↓

ICD pts avoid dodgems

Warfarin- risk of bleeding



Risk taking

Non-adherence, 
DNA, medication, 
INR testing unreliable

Engaging in
Extreme sport, unprotected sex
drugs, alcohol use

Leading to
Social problems
depression and mental health problems



How is your mood?

Untreated depression and
anxiety common

Smoking, alcohol, drugs dependency

Rarely diagnosed, undertreated
Led to reduced QOL
•Psychology Psychiatry
•CAMS

‘We have a psychology service for our 
patients’





Anxiety and Depression in 35% of ACHD patients – high health care utilization and 
mortality

Referral

• Anxiety and low mood relating to ACHD

• Surgery, procedure, new diagnosis, poor prognosis
• Trauma, PTSD fears and phobia

• Fear of bad news

• High risk pregnancy relating to ACHD
• Risk taking behaviour, compliance

• Body image

• Learning disability pts need additional support
• In patient support

• Patient Book club

Psychology



• Scars

• Body image

• Changing faces camouflage make-up

Do your scars worry you?



Risks
Thrombosis, arrhythmia,   infection

 Oxygen, wheelchair

Advice
Hydrated, DVT prophylaxis

 Aspirin

Fit to fly test by respiratory

 Clinic letter

 Travel insurance

Flying



Driving

Risks

Advice
After an event 6 months
Pacemaker 1 week

ICD secondary prevention 1 mth

ICD 6 mths

Inform DVLA

After surgery 4-6 weeks

HGLV reapply Insurance need to know

• Gov.uk



Social issues

Interrupted Education

• Peer pressure / bullying

• Employment Difficulties

• Benefits complicated

• High rates of rejection

• Insurance Problems



Careers and Employment

Employment advice and support 
Only 10% are totally disabled

Intellectual limitations

Isolation and low self esteem

Life Insurance

Mortgage and buying a house

Variable loading

Travel insurance shop around
www.direct.gov.uk/youngpeople 



Next steps-transfer

• Conversations 

• Written to adult colleagues detailed clinical hand over

• Medway proforma to handover coming soon

• Copied in a CNS/Link nurse to clinic letter

• Nurse will write to patient and provide contact details in the event 
of patient needing to contact the service before first ACHD appt

• Explain the plan to the young person and family reiterated in clinic 
letter

• Be clear about where and when ACHD appt will be



• YP pack, charity info

• Date for virtual YP evening

• Link to Tour of adult hospital 

Give the info!



Bye!



Use CNS teams



• Somerville Foundation

• Newsletter / leaflets

• Telephone help line

• Support groups/mental health 

• Financial support

• Workshops / conferences

• Web Sites 

• BHF Lifestyle advice

Support for patients



Thankyou
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