
It depends on how
 high your 

risk is of getting an abnorm
al 

ventricular heart rhythm
 (from

 
the bottom

 of your heart). Those 
at m

ost risk are people w
ho 

have had a cardiac arrest or 
blackouts/collapses, a very long 
Q

T on the ECG
, girls in puberty 

and young adulthood and boys 
before puberty.

If you are at high risk, especially 
if you’ve had a cardiac arrest then 
an ICD

 is needed. You m
ay also 

get beta blocker tablets w
hich can 

be very protective. Som
etim

es a 
pacem

aker is a good alternative to 
an ICD

 in younger children w
ho are 

at higher risk. They m
ay also have 

an operation on the left side of the 
neck to treat the nerves that go to 
the heart, called a sym

pathectom
y. 

If you are not so high risk then 
only beta blockers m

ay be needed. 
Som

etim
es other drugs are used.

Please see our leaflets on ICD
s 

and pacem
akers if you are going 

to have one.

W
hat tests 

w
ill I need? 

W
hat treatm

ent 
w

ill I need?
W

hat is Long Q
T 

Syndrom
e (LQ

TS)?

LQ
TS is a condition that causes 

problem
s w

ith the electrical 
activity of your heart. This is 
usually due to inheriting a 
faulty gene from

 your m
other 

or your father. This results in the 
chem

icals, sodium
 and potassium

, 
that m

ake the electricity in your 
heart, becom

ing out of balance. 
It takes longer for your heart 
to reset itself electrically after 
every beat and can show

 up on 
an electrocardiogram

 (ECG
) as a 

m
easurem

ent w
hich is bigger than 

norm
al, the long Q

T interval. Your 
heart can then be m

ore at risk of 
having abnorm

al heart rhythm
s 

that start in the bottom
 of your 

heart (the ventricles).

W
hat are the 

sym
ptom

s?

Tests include ECG
s, 24-48 hour ECG

 
m

onitoring and exercise ECG
 tests, 

w
hich are all painless and involve 

having sticky labels on your chest. 
O

ften genetic testing is needed 
w

hich can be done on a sm
all 

am
ount of your blood or som

etim
es 

a sm
all am

ount of your spit. 

Som
e genes w

ith faults have 
been found in Long Q

T syndrom
e. 

So even if you have Long Q
T 

syndrom
e it m

ay be that your 
fam

ily gene isn’t yet know
n. O

r 
you m

ay have a faulty gene that 
can cause Long Q

T syndrom
e but a 

long Q
T interval doesn’t yet show

 
on your ECG

, so you m
ay need to 

keep going to clinic for ECG
 tests 

in case it does show
 up. 

All of this can be difficult to cope 
w

ith, especially if you have had a 
sudden death in your fam

ily from
 

Long Q
T syndrom

e.

•  List of any m
edicines you 

should avoid that can w
orsen 

the Q
T interval 

•  Loud noises/startle m
ay cause 

blackouts in som
e people

•  Physical activity can still continue 
but m

ay need to be changed
•  Pregnancy and genetic counselling
•  Contraception
•  Illegal drugs and alcohol can 

often m
ake long Q

T w
orse

•  Counselling/support groups

Things to 
discuss in clinic

Som
e people get m

ore sym
ptom

s 
than others w

ho m
ay have none at 

all. The m
ain, and m

ost im
portant 

sym
ptom

, is collapsing and 
blacking out suddenly. O

ccasionally 
you m

ay feel palpitations w
here 

your heart seem
s to have extra 

beats or m
issing beats. There are 

usually no physical signs of LQ
TS. 

In som
e people LQ

TS can cause 
a cardiac arrest. This is w

hen your 
heart stops pum

ping blood around 
the body and you stop breathing 
norm

ally. It is very dangerous and 
resuscitation is needed. 

Thanks to D
r Behr for 

contributions to the text.
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