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M A R I A  D I S C O V E R S  S H E  H A S  H E A R T  F A I L U R E

To her friends and family, Maria seems fit and well, despite having diabetes since 
childhood. Her diabetes is well controlled but she feels tired all the time, physically 
and emotionally exhausted, and has started taking time off work. Maria is worried 
that she may have cancer but her doctor suspects heart failure. Maria is surprised. 
She thought heart failure only happened in older people.

A N  E M O T I O N A L  J O U R N E Y

Being told you have, or may have, heart failure can be frightening. However, heart 
failure does not mean that your heart has failed: failure does not mean broken. Heart 
failure symptoms happen because the heart does not pump enough blood and 
oxygen to meet the needs of your body. Some people have heart failure because their 
heart’s structure is abnormal. In other people, the structure is normal but the heart is 
too weak to pump enough blood.  

Heart failure treatment aims to stabilise or reduce symptoms, improve your quality 
of life, make you better able to do everyday activities, avoid hospital stays and help 
you live longer. Modern medicines when managed and sometimes when surgery is 
required means that most people with heart failure can live full and rewarding lives. 
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A  C O M M O N  P R O B L E M

If you have heart failure, you are not alone. Specialists say that between 1 in 50 and 1 in 
100 adults have heart failure.1 Yet heart failure is often not noticed or is misdiagnosed.2 
So, these figures are likely to be underestimates.1 In some cases, heart failure can take 
up to five years to be diagnosed. The delays in diagnosis can be especially long for 
young people with heart failure.

Heart failure can happen at any age but is more common as we get older.2 As we 
will see, other conditions or comorbidities, such as high blood pressure, heart attacks 
and abnormal heart rhythms (arrythmias), can cause heart failure. People today are 
now more likely to develop comorbidities and survive with them for longer.2,3 That is 
good news, but this improved survival means that more people have heart failure.2

Y O U R  G U I D E  T O  Y O U R  H E A R T  F A I L U R E  J O U R N E Y

This guide aims to help people with diagnosed heart failure and those currently 
being checked to see if they have heart failure, as well as their caregivers. This guide 
also aims to help people at high risk of developing heart failure because of their 
comorbidities. For some of these people, lifestyle changes and medicines can help 
stop heart failure from happening.4

The aim of this guide is to help you take a full and active role with your heart failure 
multidisciplinary care team or when talking about and agreeing treatment. The care 
team oversees and delivers your care. Some people want their care team to take the 
lead. If this sounds like you, this guide will help you understand what to expect and 
the reasons behind your care team’s suggestions.  

You can use the guide at any stage in your journey as a person with heart failure. 

The guide is based on European1 and American4 guidelines agreed by experts in heart 
failure. Also, this guide is based on discussions with representatives of patient groups 
worldwide. There are several other local, national and international guidelines, all of 
which aim to ensure people with heart failure receive the best possible care. 

Every person with heart failure is an individual. So, this guide does not replace advice 
from your care team, which may be influenced by local and individual circumstances. 
For example, some treatments or diagnostic tests may not be available in every 
country. Your care team’s advice also reflects your particular circumstances and the 
way heart failure affects you. If you have any questions or concerns, contact your 
care team or local patient group. Each section of the guide has references to more 
information. 01

definitions
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What is  
heart failure?
heart failure refers to  signs, symptoms or both caused by a structural and/
or functional heart abnormality.5 Heart failure can have lots of causes. In some people, 
heart failure happens when the heart does not pump enough blood. In other people, 
heart failure follows damage to the muscles surrounding the large heart chambers 
(ventricles) or valves that control the blood flow around the heart.5 However, these 
changes do not always lead to heart failure. So, your medical team will also look at 
the results of blood and other laboratory tests, heart scans and other investigations 
to decide if you have heart failure.5 

FIGURE 1 

The four chambers of the heart

What does my heart do? 
The heart is a pump that pushes blood around the body. Blood carries oxygen, nutrients, 
cells and antibodies that fight infection to every part of your body. Blood also helps 
control body temperature and brings waste to the kidneys and liver for disposal.6 

The heart has four chambers (figure 1). In a heart with a normal structure, the right 
atrium receives blood that has sent oxygen around the body. Blood flows into the 
right ventricle. This large chamber pumps blood into the lungs, where red blood cells 
pick up oxygen.7 

Blood returns to the heart into the left atrium. From here, blood passes into the 
left ventricle. From the left ventricle, blood is pumped to the body.7 This rhythmic, 
co-ordinated sequence during a heartbeat is called the cardiac cycle (figure 2).8 
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What are preserved  
and reduced ejection fractions? 
Many people with heart failure have ejection fractions of about 20% to 30%. So, their 
hearts pump out between a fifth and a third of the normal amount. In people with 
heart failure, the care team calls this a ‘reduced ejection fraction’. In people with heart 
failure they call a ‘normal’ ejection fraction of between 55% and 70% - a ‘preserved 
ejection fraction’.4 

In people with heart failure and preserved ejection fraction (HFpEF), the muscles in 
the left ventricle have become stiff. So, the ventricle does not relax normally and does 
not properly fill with blood.9 HFpEF accounts for more than 7 in every 10 cases of heart 
failure in people older than 65 years.3

In people with heart failure with reduced ejection fraction (HFrEF), the left ventricle 
does not contract normally. So, the heart does not pump with the force needed to 
push enough blood around the body.9 Your treatment may depend on whether the 
ejection fraction is preserved or reduced.1,4

The ejection fraction is only a guide. Some people with ejection fractions below 50% do 
not have heart failure. Some people with ‘normal’ ejection fractions have heart failure. 
Measuring the ejection fraction can help diagnosis, but it is not the only way to find out 
if you have heart failure. We will look at some of the other tests in the diagnosis section.

What is the difference between  
a symptom and a sign?
A symptom is a change you notice, such as being short of breath, tired all the time and 
having swollen ankles.1 A sign is a change that the care team can measure, such as a 
faster heartbeat (tachycardia), an enlarged liver, or changes in heart sounds heard 
through a stethoscope.1 

FIGURE 2

The cardiac cycle

What is the ejection fraction?
The ejection fraction is the amount of blood pumped out from the left ventricle each time 
this chamber contracts. Measuring your ejection fraction is one of the ways your medical 
team can see how well your heart is working. The amount of blood pumped by the heart 
depends on what the body needs: your heart pumps harder and faster if you run for a 
bus than while you are watching TV. However, even during exercise, a healthy heart does 
not push all the blood out from the left ventricle.

A normal ejection fraction is between 55% and 70%. In other words, a healthy heart pumps 
out between half and three-quarters of the blood in the left ventricle during each beat.4 
In general, the lower the ejection fraction, the weaker the heart. However, people with a 
normal ejection fraction can have heart failure.
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FIGURE 3

Heart failure’s typical signs  
and symptoms1
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a dry cough

Breathlessness 
with activity, when resting 
or when you can't lie flat 

comfortably

increased swelling of 
your legs, ankles  

or feet

Discomfort  
or swelling in the 
tummy (abdomen) 

or lower body

sudden weight gain
More than 2-3 lbs (1-1.5kg) in 24 hours  

or 5lb (2.25 kg) in a week

new or worsening 
dizziness, confusion, 

sadness or depression

Losing your 
appetite

increased trouble 
sleeping

What are typical signs and symptoms 
of heart failure?  
Figure 3 summarises the typical signs and symptoms of heart failure.1 You will probably 
not have all of these. Your signs and symptoms and how bad they are may change 
during your heart failure journey. 

If you have any of these signs and symptoms, make sure you mention them to your 
care team:

We will look at when you should contact your doctor later in the guide.
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What causes heart failure? 
Heart failure can have lots of causes. For example:  

What are the different stages of heart failure?
Your care team may use calculators or scales to help them understand the impact of 
heart failure on you and to discuss your treatment. The New York Heart Association 
(NYHA) Classification, one of the most widely used, places you into one of four classes 
(I-IV) based on how well you can perform the activities of daily living and four classes 
(A-D) based on signs of cardiovascular disease (table 1).12

TABLE 1

The New York Heart Association (NYHA) 
Classification of heart failure12

class patient symptoms

I No limitation of physical activity. Ordinary physical activity does not cause 
undue fatigue, palpitations, dyspnea (shortness of breath).

II Slight limitation of physical activity. Comfortable at rest. Ordinary physical 
activity results in fatigue, palpitation, dyspnea (shortness of breath).

III Marked limitation of physical activity. Comfortable at rest. Less than 
ordinary physical activity results in fatigue, palpitation, dyspnea. 

IV
Unable to carry on any physical activity without discomfort. Symptoms 
of heart failure at rest. If any physical activity is undertaken, discomfort 
increases.

class objective assessment

A No objective evidence of cardiovascular disease. No symptoms and no 
limitation in ordinary physical activity.

B Objective evidence of minimal cardiovascular disease. Mild symptoms and 
slight limitation during ordinary activity. Comfortable at rest.

C
Objective evidence of moderately severe cardiovascular disease. Marked 
limitation in activity due to symptoms, even during less-than-ordinary 
activity. Comfortable only at rest.

D Objective evidence of severe cardiovascular disease. Severe limitations. 
Experiences symptoms even while at rest.

Your doctor will try to help you understand what caused your heart 
failure. Understanding the cause may guide your treatment and 
help you make lifestyle changes to live a life as full and long as 
possible. Sometimes your medical team may not be able to find 
the cause.

ischaemic heart 
disease
Reduced blood flow to the 
heart muscle caused by a 
build-up of fatty deposits 
(atherosclerosis): a blood 
clot or a tear in wall of the 
blood vessels supplying 
the heart. A reduced blood 
flow can cause a heart 
attack or myocardial 
infarction which can cause 
damage to the heart 
muscle and result in 
heart failure.4

hypertension 
(high blood pressure)
can cause heart failure.4 
Between 80% and 90% 
of people with heart 
failure with preserved 
ejection fraction have 
hypertension.3

 

structural heart 
disease
Abnormalities in the 
structure of the heart 
valves, chambers and 
blood vessels can cause 
heart failure (figure 1). 
In some people, these 
abnormalities happen 
over many years. One 
example is thickened heart 
valves (valvular stenosis). 
Sometimes people are 
born with these structural 
abnormalities (congenital 
heart disease). 

Some autoimmune 
diseases
(the immune system 
attacks healthy tissue), 
genetic and other 
diseases that damage 
(cardiomyopathies) or 
inflame (myocarditis) 
heart muscle.

obesity

increases the risk of 
heart failure.4 Between 
60% and 75% of people 
with heart failure with 
preserved ejection 
fraction are obese.3

Certain medicines 
can cause heart failure. 
For example, the side 
effects of some cancer 
treatments.4

drugs of abuse 
can cause heart failure. 
For example, alcohol, 
cocaine, cannabis and 
methamphetamine.4,11

Lots of other 
conditions 
can cause heart failure or 
mean you are more likely 
to get it. For example, 
under- and over-active 
thyroid, diabetes, 
abnormal heart rhythms 
and iron deficiency.1,4 
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Breaking the heart failure journey into four stages shows how heart failure may 
progress and can help guide management (figure 4). People at risk stage A can 
change things to reduce the risk of heart disease. Once heart disease develops (stage 
B), treatment aims to prevent heart failure. In people with heart failure symptoms 
(stage C) and advanced heart failure (stage D), treatment aims to alleviate symptoms, 
improve the ability to do everyday activities and reduce the risk of death.4

FIGURE 4

Stages of heart failure5

Questions
that people with heart failure and caregivers can ask their care team

what caused my heart failure?

is  the  cause of my heart failure well controlled? 
if not what else can we do?

are other conditions (comorbidities) and risk factors 
well controlled? if not what else can we do?

1

2

3
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what is my ejection fraction? what does this mean for 
me and my treatment?

what is my NYHA classification? what does this mean for 
me and my treatment?

what is my stage of heart failure? what does this mean 
for me and my treatment?

4

5

6

Where can I get more information?
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02
tests & 

diagnosis
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What other conditions cause signs and 
symptoms similar to heart failure? 
Many other conditions cause the same signs and symptoms as heart failure (figure 
3). Also, people with heart failure vary widely in their signs and symptoms. Diagnosing 
heart failure means ruling out several other conditions (figure 5). The care team calls 
this the differential diagnosis.13How is heart 

failure 
diagnosed?

J O H N ’ S  D I A G N O S I S

John, who survived a heart attack three years ago, tells his cardiologist that he has put 
on a few kilos in the past couple of weeks. His ankles seem swollen, working and other 
everyday activities are difficult because he is short of breath and tired all the time. A 
blood test shows NT-proBNP levels of 876 pg/mL. Echocardiography estimates his 
ejection fraction as 38%. So, he has heart failure with reduced ejection fraction. The 
cardiologist diagnoses NYHA stage III heart failure. John tells his cardiologist that he 
sometimes has palpitations, feels dizzy and faint. The blood tests also show that John 
has low levels of iron. The ECG is normal. The cardiologist asks John to wear a Holter 
monitor for two days to record his heart rhythm. This shows occasional abnormal 
heart rhythms (arrythmias).

Why is early diagnosis important?
Early diagnosis lets you and your care team make lifestyle changes and use treatments 
to make your quality of life better and reduce the risk of life-threatening complications. 
People at stages A and B (figure 4) are at high risk of heart failure. In some people, this 
means that there may be a  chance to stop heart failure of happening. For people with 
symptomatic (stage C) heart failure, treatment can reduce the risk of advanced (stage 
D) heart failure.4 This means that the sooner heart failure is diagnosed the better. So, 
if you are worried about your symptoms or your diagnosis speak to your care team. 
Do not be afraid to keep mentioning any worries you have. 

FIGURE 5

Examples of conditions that my 
care team need to rule out before 

diagnosing heart failure
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What can I expect as my care team finds out 
if I have heart failure? 
Your care team cannot just use signs and symptoms on their own to diagnose heart 
failure. The team also needs to check if your heart’s structure or function is abnormal.5 
Your care team can use several tests to check how well your heart works and to look 
for the causes of your heart failure.

For example, you may have genetic testing if your care team think a genetic or 
inherited cardiomyopathy could cause your heart failure.1,4 You may also be tested if a 
close relative (parent, sibling, or child) has a genetic or inherited cardiomyopathy.4 You 
should be offered counselling before and after genetic testing to help you understand 
the tests and what they mean, such as the risk to your children.

Laboratory tests
You may have a series of laboratory tests (table 2) to help find the cause of your 
heart failure, guide your treatment and check for side effects. Your care team may 
do laboratory tests throughout your journey to find any problems and check your 
progress. Things other than heart failure can affect the laboratory tests. For example, 
alcohol abuse can affect liver blood tests.

TABLE 2

Examples of laboratory tests used 
to help diagnose heart failure

Adapted from1,4; Definitions based on medlineplus.gov/lab-tests/  
and www.mayoclinic.org/tests-procedures accessed August 2022

laboratory 
test what the test means

Complete 
blood count

Analysis of the cells in your blood: helps find various diseases 
including infections, anaemia, immune diseases and blood cancers

Urinalysis Analysis of a urine sample: helps find various diseases including 
urinary tract infections, kidney disease and diabetes

Blood 
electrolytes

Analysis of salts and minerals (eg sodium, potassium and chloride) 
in blood: levels change in certain diseases 

Creatinine
Kidneys remove creatinine (a waste product) from your blood. 
Higher than normal levels of creatinine in blood or urine may show 
that your kidneys are not working properly

Glucose in urine Urine contains little or no glucose. Levels of glucose in urine may be 
higher if you have diabetes 

Lipid profile The pattern of fats and the proteins that carry fats in your blood. 
Changes in the pattern may affect your risk of heart disease

Liver blood test Measurements of a group of chemicals that show how well your liver 
is working (also called liver function tests)

Iron levels Iron is part of haemoglobin, which carries oxygen in red blood cells. 
Low levels may mean you have anaemia

Thyroid-
stimulating 
hormone (TSH)

The thyroid is a gland producing chemical messages (hormones) that 
control the way your body uses energy. Measuring TSH levels in blood 
shows if thethyroid is working properly 

http://medlineplus.gov/lab-tests/
http://www.mayoclinic.org/tests-procedures
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 → W H A T  A R E  N A T R I U R E T I C  P E P T I D E S ?

If you have symptoms of heart failure, your healthcare professional should measure 
your levels of one of two small proteins: B-type natriuretic peptide (BNP) or N-terminal 
pro-B-type natriuretic peptide (NT-proBNP).1,4 

Changes in pressure or the volume of blood in the heart release BNP and NT-
proBNP. So, measuring levels of natriuretic peptides can help find out if you have 
heart failure. However, several things other than heart failure can also change 
natriuretic peptides levels. For example, obesity lowers natriuretic peptide levels. 
This means that if you are obese, measuring natriuretic peptide levels will not be 
as useful for diagnosis as it would be in a person with a healthy weight. Other 
factors that increase levels of natriuretic peptides include heart attacks, pulmonary 
embolism, arrhythmias, kidney disease, certain drugs used to treat cancer and 
bad infections.4 On its own, measuring natriuretic peptides does not diagnose 
heart failure.4 

Measuring BNP and NT-proBNP levels can help check your progress, like using 
blood glucose levels to check diabetes. For example, a NT-proBNP level above 125 
may suggest heart failure and should trigger more checks. So, you should know 
your natriuretic peptide level. Ask your medical team if you have any questions 
about the test or the results.

Testing for BNP and NT-proBNP may not be available in all countries. This 
may be because of the cost or limited resources. Testing practices may also 
be different between countries. Some, but not all, countries use different cut off 
points depending on age. So, you should ask if BNP and NT-proBNP testing is 
available to you. 

 → W H A T  I S  A N  E L E C T R O C A R D I O G R A M ? 

An electrocardiogram (ECG) uses sensors attached to the skin to find changes in 
the heart’s electrical signals. These changes may cause or happen because of 
heart failure, such as arrhythmias, ischaemic heart disease and cardiomyopathy.14 
ECGs do not diagnose heart failure. However, they can provide information about 
the causes and tell how you are doing. So, your care team may sugges t 
an ECG from time to time.1

You may have an ECG taken while you are lying down or 
while using an exercise bike or treadmill if, for example, 
activity sets off your symptoms. Your care team may 
also suggest ambulatory ECG (wearing a Holter 
monitor) using a small machine worn at your waist 
for a few days.14 This collects your ECG as you go about 
everyday activities.

 → W H A T  I S  A N  E C H O C A R D I O G R A M ?

An echocardiogram uses sound waves (ultrasound) to 
build a picture of your heart.14 It uses the same idea as 
the scans done during pregnancy. 

Echocardiograms allow the care team to check how 
well your heart is working, such as by measuring the 
ejection fraction.1 Echocardiograms also show details 
such as the size and shape of the heart chambers, 
whether the heart muscles are moving properly and 
if the valves (figure 1) are thick or leaky.1 

 → W H A T  A R E  T H E  O T H E R  T Y P E S  O F  T E S T S  O R  S C A N S ? 

You may have a chest x-ray. This helps find other causes of breathlessness 
such as lung disease.1 X-rays can find symptoms that point to a diagnosis of 
heart failure, such as fluid in the lungs (pulmonary congestion) or abnormal 
enlargement of the heart (cardiomegaly).1 

Your care team may suggest some other imaging tests, such 
as cardiovascular magnetic resonance (CMR) imaging, 

single-photon emission computerised tomography 
(SPECT) or cardiac computed tomography.1 These 
provide more information than echocardiograms.1 
If you need one of these tests your care team will 
talk with you about the reasons, risks and benefits.
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what did my ECG show? 
what does this  mean for me and my treatment?

what did my echocardiogram show? what does this mean 
for me and my treatment?

4

5

Do I  need any other tests or scans? What would the 
results mean for me and my treatment?

6

Questions
that people with heart failure and caregivers can ask their care team

i s  t e s t i n g  f o r  B N P  a n d  N T- p r o B N P  a v a i l a b l e 
in  my country?

w h i c h  l a b o r ato ry t e s t s  w e r e  a b n o r m a l ?  w h at d o e s 
this  mean for me and my treatment?

what is my natriuretic peptide number? What does this 
mean for me and my treatment?

1

2

3
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Where can I get more information?

03
treatment  

& drugs

how often will i need a follow-up appointments? 
who should i contact if i have concerns in the meantime?8

w a s  m y  I r o n  l e v e l  c h e c k e d ?  H o w  o f t e n  s h o u l d  I 
h av e  my i r o n  l e v e l s  c h ec k e d ?  s h o u l d  I  ta k e  a n  i r o n 
supplement?

7
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How is  
heart failure 
treated?

A N N E ’ S  T R E A T M E N T

Anne is overweight and almost obese. She takes diuretics and an ACE inhibitor to treat 
her heart failure. Her ankle swelling gets better. Anne finds she has to pass urine more 
often, which sometimes limits her social life. She feels ‘a bit better’, but still feels breathless 
and tired when she works or goes about her daily life. She thinks it may be her excess 
weight. She talks about her options with her cardiologist.

What are the elements of heart failure care? 
There are three main elements of care for people with heart failure: medicines, devices 
and interventions, and self-care. Together these elements aim to: reduce the risk of death 
and hospital visits because of heart failure; make symptoms better; make it easier for 
you to do everyday activities also called functional capacity; and allow you to have the 
best possible quality of life.1 We will consider each in turn.

What are the goals of treatment?
Treatment goals depend on the stage of heart failure (figure 4):

 → Treatment goals for stages A and B are to prevent heart failure.4

 → The goals of stage C include making symptoms better, making 
everyday activities easier and reducing the risk of advanced 
(stage D) heart failure.4

 → At stage D, some people are suitable for advanced therapies, 
such as a cardiac assist device or a heart transplant; see later. 
Every person with heart failure at stage D should receive receive 
supportive care, sometimes called palliative care. This focuses 
on making symptoms better.4 As discussed later in the guide, 
palliative care does not mean treatment ends.4  

People can move between stages. People with heart failure at stage D have 
recurrent heart failure symptoms and hospital stays. However, treatment can improve 
symptoms enough for a person with heart failure to go from stage D to stage C. 
So, treatment goals will change along your journey. At each step, people with heart 
failure need to consider the balance between quality of life and quantity of life. This 
balance may change along the journey. You also need to consider when a treatment 
should be stopped, such as when it does not seem to be working or the side effects 
are unacceptable. It is worth talking about this before you start a treatment.

Who is involved in my care? 
Every person with heart failure is different. So, the care team (figure 6) varies to meet 
your needs. The team usually includes a cardiologist specialising in heart failure 
and, in many countries, a specialist nurse, a pharmacist and your primary care 
doctor. There may be other professionals, such as; occupational therapists – who 
can suggest aids, changes to work or home to make everyday activities easier – and 
psychologists, if you have emotional and mental health challenges.15 Your care team 
may also include professionals from different areas of medicine for example, if you 
have comorbidities or need support to quit smoking or drug use.16

Studies show that having a care team improves the outlook for people with heart 
failure.15 So if you feel you need additional support, tell your care team.
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HEART FAILURE SPECIALIST NURSE

HEART FAILURE SPECIALIST

PHARMACIST

PSYCHOLOGIST

OTHER SPECIALIST*

*eg kidney disease, diabetes or chest disease

PALLIATIVE CARE SPECIALIST

NHYA  
grade III or IV

You have NHYA grade 
III or IV heart failure, 

high BNP or NT-
ProBNP, or both

ejection 
fraction

You have very low 
ejection fraction 

(for example, less 
than 20%)
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FIGURE 6

Example of members of the 
multidisciplinary care team
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When should I see a specialist?
You may need to see a specialist from time to time. Between appointments with your 
care team you should consider seeing a specialist if you have any of the issues in 
figure 3. You may at some point be suitable for a heart transplant or a cardiac assist 
device as you need more than drugs to manage your heart failure. So you should 
remember this as ‘I NEED HELP’.17

Hospital 
stays

You had more than 
one hospital stay 
because of heart 
failure in the last 

year

low blood 
pressure

You have constantly 
low blood pressure

inotropes
You need 

medicines that affect 
the way heart muscles 

beat (inotropes), such as 
dobutamine, milrinone, 

dopamine, 
levosimendan 

end organ 
damage

You have kidney or 
liver disease as well 

as heart failure

defibrillator
You need defibrillator 

shocks on several 
occasions to make sure 
your heart is working 

properly 

edema/ 
escalating 
diuretics

You have edema, 
swelling in the feet, legs 
and ankles, or you need 

higher doses of 
diuretics

prognostic 
medication

You cannot increase or need 
to reduce or stop certain heart 

failure drugs, such as beta-blockers, 
angiotensin-converting enzyme 

(ACE) inhibitors, angiotensin 
receptor blockers, neprilysin 

inhibitors or mineralocorticoid 
receptor antagonists
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FIGURE 7

The main medicines used 
to treat heart failure

Beta Blockers are 
used to tell the heart 
to stop listening to 
these messages and 
slow down.

Ace Inhibitors work on your blood 
vessels to make them relax which 
helps to lower your blood pressure. 
Your heart is then able to pump blood 
to the rest of your body against less 
pressure, without working harder.

ACE INHIBITORS

LOOP DIURETICS

Loop Diuretics make vour kidneys 
remove more water (making you go 
to the toilet more often). This helps 
your body get rid of excess fluid. 
Diuretics help symptoms caused by 
fluid build-up (breathlessness, 
swelling) and will make you feel better.

(Spironolactone)
Aldosterone Antagonist makes 
your kidneys get rid of 
Sodium (which likes to take 
water with it). This helps 
decrease the volume of blood 
the heart has to cope with.

BETA BLOCKERS

ALDOSTERONE ANTAGONIST

EXCESS FLUID

SPEED

SODIUM

BLOOD PRESSURE

So a combination of medications is used. 
You will be S TA R T E D O N A L O W  dose that will be 
increased slowly until you get up to the best dose for you.

When your heart has a pumping problem, the body senses that 
and sends a variety of ‘chemical’ messages to increase the pace 
of the heart beat (your heart works harder and faster), keep up 
blood pressure by constricting (tightening) blood vessels and 
increasing the volume of blood. This puts EXTRA STRESS on the 

heart which is already struggling to pump e�ciently.

How do I agree with my care team which 
medicine is right for me?
The choice of medicine depends on lots of things, including the cause, severity and 
stage of your heart failure, any comorbidities and other treatments (some interact with 
each other), your age and whether your ejection fraction is preserved or reduced. So, 
not every person with heart failure receives every medicine. Many of these medicines 
reduce hospital visits and help people with heart failure live longer.1 Some also make 
people with heart failure feel better.1

We will look at the most common medicines used to treat heart failure (figure 7), but 
we will not cover every aspect. So, speak to your care team if you have any worries 
or questions. Always read the patient information that comes with your medicine and 
remember that it is updated from time to time.

Before starting any medicine, make sure you understand why the drug is right for you as 
well as its benefits, dosing, effects and side effects. You and your care team should talk 
about practical things, such as the best time to take the medicine and what to do if you 
miss a dose. 

You should also know what to do if you have a short-lived infection or illness, such 
as the flu, being sick or have diarrhoea. A fever, being sick or diarrhoea can lead to 
dehydration, worsen kidney function and lead to a drop in blood pressure. So, you 
may need to stop some medicines while you are ill and restart again when you feel 
better. Your cardiologist or pharmacist will tell you if this applies to your medicine. 
Never stop a drug unless your doctor or pharmacist has advised you to.

Speak to your care team or the pharmacist where you collect your prescription if you 
are not clear about anything.
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What do heart failure drugs do?
In the early stages of heart failure, heart rate increases. Blood vessels narrow to 
increase blood pressure. The body holds on to salt and water, which also increases 
blood pressure. Initially these and other changes help your heart meet your body’s 
need. However, over a long-term, these changes can harm the heart. For this reason, 
the medicines used to treat heart failure target one or more of these changes. So, 
some medicines for heart failure lower blood pressure or heart rate. They stop or slow 
changes that make heart failure worse.

There is a small chance some of these medicines will cause side effects. So, your 
care team will check your blood pressure and your heart rate, take blood tests and 
consider your symptoms to make sure the benefits of a medicine outweigh the risks. 

 → A N G I O T E N S I N - C O N V E R T I N G  E N Z Y M E  I N H I B I T O R S

People with heart failure with reduced ejection fraction may receive drugs 
called angiotensin-converting enzyme (ACE) inhibitors. ACE inhibitors relax 
and open (dilate) blood vessels,1,18 so the heart does not have to work as hard 
to pump blood around the body.18 Doctors can also prescribe ACE inhibitors to 
treat high blood pressure (hypertension).18 Many people with heart failure need 
ACE inhibitors even if their blood pressure is already on the low side.

Side effects include low blood pressure (hypotension), which can cause 
dizziness and fainting.18 So, tell your care team if you are dizzy or feel faint 
after starting ACE inhibitors. ACE inhibitors can also cause a dry, irritating 
cough and angioedema, which is swelling underneath the skin.18

 → A N G I O T E N S I N  R E C E P T O R  B L O C K E R S

The body produces a chemical called angiotensin. This strongly narrows, 
or constricts, blood vessels. Angiotensin receptor blockers (ARBs) stop 
angiotensin from working. Blood vessels then open and the heart does not 
have to work as hard.18 

 → A N G I O T E N S I N  R E C E P T O R  B L O C K E R S  A N D  
 N E P R I LY S I N  I N H I B I T O R S  ( A R N I )

Most people with heart failure with reduced ejection fraction should 
receive an ARNI. This combination of an ARB and a neprilysin inhibitor 
reduces hospital visits and makes death from heart failure less likely. 
Sacubitril plus valsartan is the only ARNI currently available.1,4 Neprilysin 
is a special protein, or enzyme, that destroys several chemical messages, 

B

D

including BNP.18 Blocking neprilysin increases the amount of urine you 
make and the amount of sodium removed from the body. It relaxes blood 
vessels.19 The heart then does not have to work as hard. Side effects of 
sacubitril plus valsartan include anaemia, cough, diarrhoea, being dizzy, 
headache, low blood pressure and feeling sick.19 

 → B E T A - B L O C K E R S

Beta-blockers reduce blood pressure, they slow the heart rate and help the 
heart relax. The heart then does not need to work as hard.18 Beta-blockers 
reduce hospital visits and makes death because of heart failure less likely. 
Beta-blockers can harm a person with heart failure whose heart function 
is getting worse.18 Because of this, beta-blockers are given only to people 
with stable heart failure.1 

Beta-blockers can narrow the airways and make asthma worse.18 So, 
always tell your care team if you have asthma. Other side effects include 
cold fingers and toes, insomnia, depression, fatigue and for men, problems 
getting or keeping an erection.18,20 

 → D I U R E T I C S

People, who have heart failure with reduced ejection fraction, with signs 
and symptoms of congestion – fluid building up in tissues, such as the ankles 
and lungs – diuretics can make symptoms of heart failure better, improve 
how much you can exercise and reduce the hospital stays.1

Diuretics increase excretion of sodium and water. In other words, they 
make you pass more urine. This reduces blood pressure. So the heart is 
not working as hard and excess fluid is removed from the body.18 Usually, 
people with heart failure receive loop diuretics, such as furosemide.18 Loop 
diuretics may mean you lose too much potassium.18 Your care team will 
monitor your potassium levels.  

 → H Y D R A L A Z I N E  P L U S  I S O S O R B I D E  D I N I T R A T E

The combination of hydralazine plus isosorbide dinitrate relaxes blood 
vessels. This reduces work the heart needs to do.18 Side effects include low 
blood pressure and feeling dizzy.18 The care team may suggest hydralazine 
plus isosorbide dinitrate for people with heart failure who cannot take 
other drugs such as ACE inhibitors and ARBS because of side effects or 
kidney disease, or who have symptoms even though they are taking other 
medicines as suggested in guidelines.4 

A

H
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 → M I N E R A L O C O R T I C O I D  R E C E P T O R  A N T A G O N I S T S

Aldosterone controls levels of water and sodium in the blood. This helps keep 
the body healthy but in people with heart failure blood aldosterone levels 
are up to 60-times higher than in healthy people.25 So, the body holds on 
to too much fluid and the heart has to work harder. High aldosterone levels 
can also inflame, stiffen and scar heart muscle. This contributes to heart 
failure.25 Mineralocorticoid receptor antagonists, such as spironolactone and 
eplerenone, block aldosterone’s harmful actions in people with heart failure 
with reduced ejection fraction.1,25 Mineralocorticoid receptor antagonists 
reduce hospital stays in people with heart failure with preserved ejection 
fraction.26

Mineralocorticoid receptor antagonists can cause high levels of potassium 
in the blood (hyperkalaemia), which can cause symptoms including 
palpitations, feeling sick, muscle pain and weakness, pins and needles, or 
paraesthesia. These side effects happen because the high potassium levels 
mean that muscles or the heart do not work properly.25,27,28 Your care team 
may suggest drugs such as patiromer sorbitex calcium and sodium zirconium 
cyclosilicate. These bind to potassium in the gut, normalising and preventing 
rises of potassium levels.1 In up to 1 in 10 men, spironolactone causes breast 
tenderness and enlargement called gynecomastia.25 Spironolactone can 
also cause taste changes, or dysgeusia, such as an unpleasant metallic taste. 

 → S O D I U M - G L U C O S E  C O T R A N S P O R T E R  2  I N H I B I T O R S

In people with heart failure, certain sodium-glucose cotransporter 2 
(SGLT2) inhibitors reduce hospital stays and make death from heart failure 
less likely.1,21-23 SGLT2 inhibitors are widely used to treat type 2 diabetes.4 

Researchers are still trying to work out how SGLT2 inhibitors work in heart 
failure but people with heart failure benefit whether or not they have type 
2 diabetes.4

SGLT2 inhibitors increase the amount of glucose in the urine. Glucose can 
act as an energy source for bacteria and fungi. Urinary tract infections, 
usually caused by thrush (yeast called Candida), happen in about 1 in 10 
women and 1 in 20 men taking SGLT2 inhibitors.24 Your care team may be 
able to suggest ways to make a thrush infection less likely.

M

S

What about the other conditions I have? 
You and your care team may need to deal with other conditions (comorbidities) 
alongside your heart failure. For example, chronic kidney disease, chronic obstructive 
pulmonary disease or COPD. Some comorbidities can worsen heart failure, including 
high blood pressure, sleep disordered breathing, obstructive and central sleep apnoea, 
diabetes, anaemia or iron deficiency.1 

Your red blood cells use iron to carry oxygen around the body. Many people with 
heart failure get iron deficiency and may need iron supplements.1,4 Speak to your care 
team if you have not had your iron levels checked recently.

Make sure you let your care team know about any other condition you have, and 
never forget to look after them as well as your heart failure.

What do I do if I am worried about side effects?
Every medicine, even ones you can get without prescriptions, can cause side effects. 
Many side effects – also called adverse events – are general. You may feel ill and 
blame the drug when another condition or your heart failure is causing the symptom. 
For example, beta-blockers, heart failure and a late night can cause fatigue. Some 
side effects are expected or are part of the way the drug works, such as increased 
urination with diuretics. Others can be unexpected. 

If you are worried a symptom may be a side effect, speak to your care team. There 
are lots of drugs available so there is often an alternative. In some cases, the team 
may be able to suggest ways to reduce the impact of a side effect, such as when 
you take diuretics. Tell your care team about any drug you have bought without a 
prescription, even herbal and other alternative treatments. Some of them may interact 
with prescription medicines.

NEVER STOP OR LOWER THE DOSE OF ANY PRESCRIBED MEDICINE WITHOUT 
SPEAKING TO YOUR CARE TEAM.
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what are the ‘rules’ for stopping my medicine?

what are the most common side effects? what should 
caregivers look for?

can i do anything to prevent or live with the side-effects?

4

5

6

Questions
that people with heart failure or their caregivers can ask the care team

why is  this  medicine right for me now?

what does the medicine do? how does it work?

how do I know that treatment is working?

1

2

3
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why does the medicine have a generic and brand name? 
does it matter that the same generic drug sometimes 
looks different?

what do I do if I miss a dose? 

8

9

what do I do if I take an extra dose by mistake?10when should i contact my care team about side effects?7

i s  t h i s  d r u g  s a f e  w i t h  my o t h e r  m e d i c i n e s  a n d  a n y 
supplements?

what do i do with my medicine if I am feeling sick, have 
an infection, diarrhoea and so on?

11

12
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Where can I get more information?
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Devices  
and surgery 

K A I ’ S  T R E A T M E N T

Kai has lived with rheumatoid arthritis since he was a teenager. The arthritis recently 
led to heart failure. Kai’s cardiologist asked him to wear a Holter monitor to record his 
heart rhythm. This shows occasional, but life-threatening, abnormal heart rhythms 
(arrythmias). So, Kai gets an implantable cardioverter defibrillator, which treats his 
life threatening heart rhythm. This makes his symptoms better and he returns to work 
as a manager in a busy office. 

Why is your care team suggesting an operation?
In most people, medicines control the signs and symptoms of heart failure. Your care 
team may suggest several devices or operations, if your medicines are not controlling 
your symptoms well enough or you have additional issues (arrythmias; heart valve 
disease - see figure 3) or your heart failure continues to get worse.1,4 

For example, an implantable cardioverter defibrillator (ICD; figure 8) is a small battery-
powered device placed in your chest during an operation. It continuously checks your 
heartbeat. When it finds irregular heartbeats (arrhythmias), the ICD sends electric 
shocks to bring back a regular heartbeat. In some people with heart failure the two 
ventricles do not pump in time with each other. Cardiac resynchronisation therapy 
(figure 9) is a special pacemaker that resets the heart’s pumping action.

FIGURE 8

Implantable 
cardioverter 
defibrillator

FIGURE 9

Cardiac 
resynchronisation 

therapy
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procedure what the  
procedure does

examples of possible 
complications

Implantable 
cardioverter 
defibrillator (ICD)

Corrects potentially lethal 
irregular heartbeats in the 
ventricles and treats slow heart 
rate (bradycardia)

Infection, bruising and 
bleeding; the lead may move 
(displacement); there is a 
small risk of a collapsed lung 
(pneumothorax)

Cardiac 
resynchronisation 
therapy (also 
called  
bi-ventricular 
pacing)

In some people with heart failure 
the ventricles do not pump in 
time with each other. A special 
pacemaker can coordinate the 
heart’s pumping action and it 
may have a defibrilator

Same as ICD

Surgical 
revascularisation

Revascularisation widens 
narrowed parts of a coronary 
artery. Coronary artery bypass 
grafting (CABG) uses a vein or 
artery from another part of the 
body to bypass the blockage. 
Percutaneous coronary 
intervention (PCI) uses a metal 
mesh (stent) to open the vessel

CABG: heart attack during the 
procedure; the graft becomes 
blocked; low output from the 
heart; arrhythmias

PCI: the vessel may suddenly 
close causing a heart attack; 
blood may pool in nearby tissue; 
the stent may perforate and 
rupture the coronary arteries; a 
blood clot may form on the stent 
increasing the risk of heart attacks 
and stroke Ad
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te

d 
fro

m
1,4

,3
0-

36

procedure what the  
procedure does

examples of possible 
complications

Percutaneous 
valvular 
intervention 

Many people with heart failure 
have thick or leaky valves. In some 
cases, the valve can be replaced 
or repaired by percutaneous 
mitral valve repair, a type of key 
hole surgery. Some valves can 
be repaired by placing small 
catheters (thin, flexible tubes) 
in the artery at the top of the 
leg. A cardiologist can place a 
clip on the mitral valve. Some 
valves need to be replaced with 
tissue or mechanical heart valve 
replacements

Infections, blood clots, or infection 
of the inner lining of the heart 
(endocarditis) an abnormal 
rhythm in the atrium atrial 
fibrillation (atrial fibrillation). 
The risk partly depends on 
whether the replacement valve is 
mechanical or tissue. Mechanical 
valves need lifelong treatment 
with a drug called warfarin to 
prevent blood clots

Extracorporeal 
membrane 
oxygenation 
(ECMO)

An ECMO machine is similar to 
a heart-lungbypass machine 
used for open heart surgery. It 
replaces the breathing function 
of the heart and lungs. While 
potentially life-saving, ECMO 
has serious risks. It is used while 
people are seriously ill, such 
as waiting for an urgent heart 
transplant

Bleeding, blood clots, infection, 
kidney problems, injury to local 
blood vessels, stroke or loss 
of blood flow to hands or feet 
(ischaemia)

Left ventricular 
assist device 
(LVAD); Right 
ventricular assist 
device (RVAD); 
Bi-ventricular 
assist device (bi-
VAD)

Some people with heart failure 
whose symptoms are severe and 
persistent despite medicines and 
other devices, may need a VAD, 
which is connected to the left, 
right or both ventricles. The VAD 
pumps a normal supply of blood 
to the body, rapidly improving 
heart failure symptoms 

Device malfunction, blood clots 
in the pump, bleeding, stroke, 
infection, right ventricular failure, 
arrhythmias and abnormal blood 
flow through other parts of the 
heart (mitral regurgitation)

Transplantation A healthy heart from a donor 
who recently died replaces a 
damaged or failing heart. Used 
in advanced heart failure that 
still causes severe and persistent 
symptoms despite medicines 
and other devices. Each country 
has clear criteria about who can 
have a heart transplant

The transplant may fail; the drugs 
used to prevent the body rejecting 
the organ may not work well 
or cause side effects including 
infection and some cancers 
(because they suppress the 
immune system), kidney failure, 
hypertension and diabetes

TABLE 3

The main devices and operations  
used to treat heart failure

Table 3 highlights the main devices and operations used to treat heart failure but does 
not cover everything. You should always talk about the risks and benefits with your 
care team. For example, you should ask about what to expect, are there any driving 
restrictions and when the device may be turned off or taken out.1 Any operation has 
risks, which may be higher in people with heart failure.29 Your care team will suggest 
a device or operation only if they are sure that the benefits outweigh the risks. Always 
talk about the risks and benefits of any procedure with your care team.
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Questions
that people with heart failure and their caregivers can ask their care team

why is  this  device or procedure the right treatment 
for me now?

what does the device or procedure do? 
how does it work?

how long will i take to recover?

1

2

3

how do i  know that device or procedure is  working?

what are the most common complications? 

w i l l t h e  d e v i c e  o r  p r o c e d u r e  a f f ec t my day to  day 
activity - work, driving or exercise?

4

5

6
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what should caregivers look for?

can i do anything to stop or live with the 
complications?

when should i contact my care team about complications?

7

8

9

Where can I get more information?



Increased 
swelling of legs, 
ankles and feet

Discomfort or 
swelling in the 

abdomen

Worsening  
shortness
of  breath

with activity

Increased 
discomfort or 
swelling in the 

lower body

Frequent, 
dry, hacking 

cough

Dry, hacking 
cough

Shortness 
of breath 

at rest

Loss of 
appetite

Increased 
trouble sleeping; 

cannot lie flat

Sudden 
weight 
gain* 

Trouble 
sleeping

Check in! Your symptoms may indicate: A need to contact 
your care team

A need for a change 
in medication

No new swelling, 
feet, ankles and legs 
look normal for you

No new or
worsening shortness 

of breath

Physical activity 
level is normal 

for you

Weight 
check stable                   No chest 

pain

You need to be evaluated right away. Call your care team or call 
emergency services

e xc e l l e n t  ·  Keep up the good work!

pay at t e n t i o n  · Use caution!

m e d i c a l a l e rt  · Warning!

Great!
Continue.

Daily Weight Check Meds as Directed Low-Sodium Eating Follow-up vists

*of more than 2-3lbs or 1kg in an 24 hours period (or 5lbs/2.5kg in a week) 

Sudden 
weight gain* 

New or worsening 
dizziness, confusion, 

sadness or
depression

Weight:________

5 4 5 5

Hospital 
treatment of 
acute heart 
failure

A N A S T A S I A  I S  A D M I T T E D  T O  H O S P I T A L

Anastasia gains 6 kg in a couple of weeks. She notices her ankle swelling a lot and 
feels very breathless while resting despite breathing fast (tachypnoea). She also 
feels disorientated, dizzy and confused. Her husband takes her to an Accident and 
Emergency department. She recovers after a few days in hospital. When speaking to 
her care team, Anastasia says she has forgotten to take her medicines for heart failure 
recently and is ‘fed up and bored’ with her healthy lifestyle. 

When should I go to hospital?
You should go to hospital if your heart failure symptoms suddenly become worse 
(figure 10).

FIGURE 10

An action plan for people with heart failure 
based on symptoms
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What will happen if I am admitted to hospital 
because of heart failure?
Most patients admitted to hospital with heart failure have congestion. In other words, 
fluid has built up. In some cases, fluid in the respiratory systems means that the 
lungs do not work properly. In other cases, the blood supply to vital organs falls to 
dangerously low levels (cardiogenic shock).1,4

Some people with heart failure have treatment to remove the excess fluid (decongestion), 
such as by using diuretics, which may be given through the veins. Other people with 
heart failure may get drugs to open the blood vessels (vasodilation). This helps clear 
excess fluid and improves the blood supply to vital organs.1,4 Other patients may need 
special oxygen masks that supply oxygen at high pressure and keep the airways open.

Some people with heart failure may develop cardiogenic shock. In other words, the 
heart suddenly cannot pump enough blood for your body's needs. Cardiogenic shock 
is life threatening. You may need short term support with ECMO (table 3) or a pump 
put into the body with a catheter to keep the blood circulating. Some people with 
cardiogenic shock need kidney replacement therapy. For example, dialysis. 

Some people with heart failure have a higher risk of blood clots. This can increase the 
likelihood of heart attacks, strokes and pulmonary embolisms. Pulmonary embolisms 
happen when the clot lodges in the lung. These people with heart failure may be given 
a drug that reduces the risk of blood clots.1,4

What went wrong?
There are many reasons why people with heart failure may need to go into hospital. 
Sometimes, people with heart failure go to hospital to have a new heart failure 
treatment. In other cases, the heart failure treatment is working well but an infection 
or another problem puts your body under stress. So, people with heart failure and 
their care team should talk about what may have caused the hospital stay (table 4). 

You need to be honest with yourself and your care team. For example, some people 
struggle to take tablets or follow lifestyle advice. If this is the case, do not worry. The 
care team will not judge you. They know how difficult living with heart failure can be.1,4,37 
Some cases are unavoidable, caused by other problems (figure 11). A hospital stay 
also offers the chance to look at underlying causes of your heart failure and review 
management goals.4 After a hospital stay with heart failure, a person with heart 
failure should see their care team within two weeks of leaving hospital. This allows 
the care team to check how well treatment is working and reduce the risk of more 
hospital stays. If you do not get an appointment within two weeks after the hospital 
stay, contact your care team.

TABLE 4

Checklist of factors that may have 
triggered hospital treatment of 

heart failure

Adapted from37

alcohol abuse

 not taking medicines 
as recommended

new medication
including over-the-counter 

and 'natural agents' 

higher fluid intake

pregnancy

higher salt intake

emotional stress

salt intake



Heart attack 
and other 
coronary 

syndromes

Other heart 
diseases 

(eg endocarditis)

Certain
drugs

Anaemia

Arrythmias

Uncontrolled 
hypertension

Thyroid 
disease 
(over- or 

under-active)

Infections 
(eg pneumonia 
or urinary tract)

HEART FAILURE HOSPITAL STAY
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What is cardiac rehabilitation?
Some people with heart failure are offered cardiac rehabilitation, which is tailored 
to your particular condition, problems and circumstances.38 However, cardiac 
rehabilitation services vary widely between countries. Some countries do not offer 
cardiac rehabilitation services. There are also different ways to deliver cardiac 
rehabilitation. Some people with heart failure will be offered a programme lasting 
for 10-12 weeks. Others will be offered a virtual (on-line) programme.

Cardiac rehabilitation usually includes a mix of exercise, education and psychological 
support for the anger, frustration, anxiety and depression that people with heart failure 
may often feel.38 It also offers you the chance to meet other people with heart failure 
and other heart problems. They may be able to give you emotional support and help 
you with the practical problems of living with heart failure.38 Cardiac rehabilitation also 
supports you to eat more healthily, quit smoking and safely increase exercise levels. 
Also, to talk about personal concerns with the care team, such as sexual problems.38 

Z I D A N E  C O N S I D E R S  H I S  O P T I O N S

Zidane worries about the future. He struggles with his weight and his blood pressure 
is high despite medicines. Zidane feels anxious, admits to starting smoking again 
‘occasionally’ and drinking more alcohol than he did straight after being told he 
had heart failure. During his cardiac rehabilitation programme, he gets counselling. 
Zidane starts mindfulness to help him cope with the stress of living with heart failure 
and other everyday stresses. He gets help to quit smoking. He decides to agree to an 
advance directive (a living will) with his care team and family in case his condition 
gets worse. 

Why are my heart failure team talking about 
anticipatory care planning and palliative care? 

 → A N T I C I P A T O R Y  C A R E  P L A N N I N G

Anticipatory or advanced care planning gives the people with heart failure, their 
caregivers and families the chance to talk about how they want to be treated, 
such as at the end of life. Yet, anticipatory care planning is often not done or is 
done poorly.39

There are several reasons why, for example, people not wanting to accept a poor 
outlook, difficulties understanding the limitations of life-sustaining treatments and 
disagreements among family members. Patients and family members may not 
be sure about the care they want. They might prefer to focus on staying alive 
and feel unsure which member of the care team is responsible.39 If you have any 
questions or are unclear, speak to your care team.

Talking about anticipatory care planning makes many people feel relieved 
and more in control of their care. Heart failure is often unpredictable. You 
may start talking about care plans long before you need to think about the  
end of life.39

FIGURE 11

Examples of diseases and 
drugs that can trigger hospital 

treatment of heart failure
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 → W H A T  I S  A N  A D V A N C E  D I R E C T I V E ?

You may want to consider an advance directive, sometimes called a living will. 
It will reflect your personal values and your goals for future care. The advance 
directive also helps your care team and your family ensure they do what you 
would prefer if you can no longer communicate well.1,40

For example, an advance directive could indicate when to deactivate devices, 
whether or not you want to be resuscitated or where you would like to die. 
An advance directive helps you safeguard your care in case you develop 
very advanced heart failure. You can change the advance directive at any 
time. Although the process can be distressing, advance care planning often 
improves the quality of life for people living with heart failiure.1,40 

 → P A L L I A T I V E  C A R E

Palliative care aims to improve the quality of life of patients and their 
families who are facing challenges associated with illness, whether physical, 
psychological, social or spiritual. The quality of life of caregivers improves 
as well.39

Palliative, sometimes called supportive care, focuses closely on the needs of 
the person with heart failure, their caregivers and family to make quality of life 
the best possible. This means thinking ahead to treat or avoid any physical, 
emotional, spiritual and psychological distress. The palliative care team will 
talk to you about your outlook (prognosis), your core values, including religious 
and spiritual, which treatments are reasonable to continue with and which 
should stop in certain circumstances.1,4 These talks should begin early in your 
illness, get more focused as your heart failure moves into the advanced stage. 
Talking should continue, if needed, to help caregivers and family members 
deal with bereavement.4

As mentioned, palliative care does not mean treatment ends.4 You may 
get as much, if not more, input from your care team during palliative care, 
which can last many months or even years. Some people prefer to call this 
stage supportive care. The care team may, for example, frequently check 
symptoms (including dyspnoea and pain) of advanced heart failure and 
other comorbidities. The focus is on making symptoms better, such as by 
using oxygen to help with breathing, treating anxiety and depression, or using 
painkillers and other approaches to relieve pain.1

Where can I get more information?
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Living with  
heart failure

What can I do to help myself?
A healthy lifestyle is important to live as full a life as possible with heart failure. 
Improving heart failure self-care lowers the risk that you will need hospital stays, 
saves lives and improves quality of life.4 Your care team will tailor the advice to your 
condition and circumstances. The following principles apply to everyone with heart 
failure. You should follow the lifestyle and self-care recommendations suggested by 
your care team. They are an important part of your treatment.

 → K E E P  W A T C H  O N  Y O U R  S Y M P T O M S

Record your symptoms, maybe use a diary, and report them to your care team 
during appointments. You should contact your doctor or go to hospital if your 
condition gets worse (figure 10). Do not wait until your next routine appointment.

 → K E E P  A C T I V E

Keeping active boosts energy and improves sleep and quality 
of life for people with heart failure.1,41 Your care team can tell 
you about the type and level of activity that is safe for your 
particular case.1 People with heart failure should not start 
an exercise programme without speaking to their 
care team.

 → K E E P  T O  A  H E A L T H Y  W E I G H T  A N D  D I E T

Keeping to a healthy weight and eating a healthy balanced diet 
boosts your overall health and limits the strain on your heart.41 
Do not eat a lot of salt, because too much sodium intake, for 
example, table salt, can cause fluid to build up in the body.1,4,41

The care team may suggest that some people with heart failure, such as those 
with severe disease, limit their fluid intake. For example, 1.5 to 2 Litres a day. This 
can relieve symptoms and congestion. You should ask about how to adapt fluid 
intake to weight, heat and humidity, especially when travelling abroad, and when 
you are feeling or being sick.1 

 → L I M I T  A L C O H O L ,  Q U I T  S M O K I N G  A N D  
 A V O I D  D R U G S  O F  A B U S E

Limiting your alcohol intake reduces the chance of irregular heartbeats, high 
blood pressure, stroke, liver problems and some cancers.41 Ask your care team 
how much is safe for you. This will probably be less than the recommended 
maximum for healthy people.4,41

Stop smoking, using other tobacco products and drugs of 
abuse such as methamphetamine, cannabis and cocaine. 
This will reduce your risk of worsening heart failure and other 

heart and circulatory diseases.4,11,41 If you find this difficult, 
your care team can put you in touch with specialist services 

to help you quit.

 → W E I G H  Y O U R S E L F  R E G U L A R LY

Weigh yourself regularly, even every day. Sudden weight gain may 
mean fluid is building up in your body.41 If you gain more than 1-1.5 
kg (2-3lb) in 24 hours or 2.25 kg (5 pounds) in a week, contact 
your care team as soon as possible.10 

 → G E T  Y O U R  J A B S

Vaccination against Covid-19, flu and pneumonia reduces the 
risk of heart disease.1,4 For example, flu jabs reduce the risk of 

major adverse cardiovascular events such as, heart attack 
(myocardial infarction), stroke and even death.42,43
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 → L O O K  A F T E R  Y O U R  M I N D

Depression makes it harder to look after yourself. Depressed 
people with heart failure are more likely to need hospital visits 
or to die.4 Your care team should regularly ask you about 
your mental health. However, if you feel anxious, depressed 
or feel that you cannot cope, speak to your care team. 
Caregivers should also be alert for depression, anxiety and 
other mental health problems in people with heart failure as 
well as themselves. 

People with heart failure and their caregivers should also strengthen 
their stress defences. For example, practicing mindfulness improves anxiety 
symptoms and quality of life in people with heart failure.44 As a caregiver, 
helping yourself helps you help the person with heart failure.

People with heart failure and their caregivers should get good quality sleep. If 
you have trouble sleeping, speak to your care team. There are often things you 
can do to improve your sleep, such as adjusting the timing of your diuretics 
if you keep waking at night to urinate,1 which could disturb anyone sleeping 
with you as well as yourself.

 → D O N ’ T  B E  I S O L A T E D

Social isolation seems to increase mortality in people with heart failure.4 So 
make the effort and reach out to other people. As heart failure is common, 
there are likely to be many people nearby who also live with the condition. 
Your local heart patient group can put you and your caregiver in touch with 
other people with heart failure.

 → T A K E  Y O U R  M E D I C I N E S  A S  R E C O M M E N D E D

The most effective drugs will not work unless you take them 
as prescribed. Unfortunately, it is easy to forget. You should 
leave your medicine where you can see it, such as on the 
breakfast table. Do make sure to keep medicines out of the 
reach of children. You could also set an alarm as a reminder, 
for example, on your phone.

Your pharmacist can offer aids such as large print labels, 
packaging that is easier to open (if you also have arthritis 

for example) and boxes that allow you to divide your 
treatment by time and day. Your doctor may be able to 
suggest other ways of taking your medicine if you find it 

disrupts your lifestyle. For example, taking it less often.1 

 → A T T E N D  Y O U R  A P P O I N T M E N T S

Follow your care team’s recommendations and 
always attend your appointments, whether these 
are in a clinic, in your home, on the telephone or 
over the internet.1 Some appointments are now 
held using video cameras (called tele health). 
You may also be asked to check and record some 
measurements, such as your blood pressure, and 
send these to your care team using an app or over 
the internet (telemonitoring).

 → S E X U A L  A N D  R E P R O D U C T I V E  H E A L T H

People with heart failure can have sex. However, some medicines (such as 
beta-blockers), psychological distress and some symptoms can reduce desire 
or ability to continue or resume sexual relationships. Speak to your care team 
if you would like more advice. 

Pregnancy with heart failure can be serious. So, women of reproductive 
age with heart failure should avoid unplanned pregnancy by using effective 
contraception. If you are thinking about a pregnancy, speak to your care 
team. They will be able to give you information about your particular risk in 
pregnancy and help you make an informed decision.

 → W O R K  A N D  D I S A B I L I T Y

Provided you are well enough, people with heart failure can keep working for 
as long as they feel able. Talk to your employer as soon as you feel your heart 
failure is affecting your ability to do your job. You may not have to give up 
work. You may be able to work part-time or from home. You may be able to 
change or modify tasks, use special equipment or find other ways to travel to 
work.45 You should find out about your employment rights and other sources 
of support, such as occupational therapy and disability benefits. Your local 
heart failure patient group should be able to help.

 → D R I V I N G

Many people with heart failure can continue to drive. You need to know 
the driving regulations both at home and in any country you visit.1 Your care 
team will help determine if you are fit to drive and if you need to inform any 
authorities.

MarchAppo
intmen
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 → T R A V E L L I N G 

People with heart failure can travel abroad but you should discuss your travel 
plans with your care team. You should know where to get medical help while 

away from home and make sure you have the right health insurance 
cover. You should keep medicines in your hand luggage, carry a 
list of your medication and keep the contact details of your device 

and treatment centres.1 It is also worth checking with the embassy 
of the country you are travelling to if there are any restrictions on 

medication. For example, certain painkillers are banned in some 
countries.

You may need to be particularly careful about sun exposure if you are 
taking amiodarone.1 Amiodarone makes your skin highly sensitive to 

sunlight and you can get badly sun burnt. Cover up and wear factor 50 
sun cream. You should also be especially careful to drink plenty of fluids 

when humidity or heat are high to avoid dehydration.1 Levels of oxygen get 
less at high altitudes, which can worsen symptoms of heart failure.1 So, always 
check with your care team before travelling.

 → K N O W  W H O  T O  C A L L

Make sure you and your caregivers know who to contact in 
your care team if you have questions or worries. Keep 
their contact details with you. Your local patient group 
can also help answer questions from you and your 
caregiver, and offer practical advice about 
living with heart failure. 

Questions
PwHF and caregivers can ask the HF-MDT

which symptoms do i  need to monitor?

how will a healthy l ifestyle  help with  managing my 
condition? 

what level of physical activity is safe for me, given my 
condition?

1

2

3

S U N  C R E A M
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w h i c h  va c c i n e s  d o  i  n e e d  t o  r e c e i v e  a n d  d o  a n y o f 
these require regular boosters?

how regularly will i have follow-up appointments with 
my care team?

what is a safe level of alcohol intake for me, living with 
heart failure?

4

5

6

is my condition likely to impact my work? how should 
i  manage this?   

what diet should i follow when living with heart failure?

how should I  manage disturbed sleep,  which may be 
caused by my diuretics?

7

8

9
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how may my condition impact my sexual relations?

is there a heart failure patient community?
how i can connect with one?

10

11

Global Heart Hub – Heart Failure - Your guide to your journey 
https://globalhearthub.org/hf-patient-guide/

Global Heart Hub – International Heart Failure Patient and Caregiver 
Charter 
https://globalhearthub.org/hfpatientcharter/

European Society of Cardiology - 2021 ESC Guidelines for the 
diagnosis and treatment of acute and chronic heart failure 
www.escardio.org/Guidelines/Clinical-Practice-Guidelines/Acute-and-Chronic-
Heart-Failure

European Society of Cardiology – Guidelines for Patients What 
patients need to know 
www.escardio.org/Guidelines/guidelines-for-patients

European Society of Cardiology – Implantable Devices 
www.heartfailurematters.org/what-your-doctor-can-do/implantable-devices/

American College of Cardiology – 2022 Heart Failure Guidelines 
www.acc.org/education-and-meetings/products-and-resources/features/
global-cv-institute/heart-failure-guidelines

European Heart Rhythm Association – Implantable Devices 
www.myrhythmdevice.org/

Heartlife Foundation – Heart Failure Journey Map 
https://heartlife.ca/journey-map/

Heartlife Foundation – Heartlife Toolkit 
https://heartlife.ca/toolkit/

Italian Association of Cardiac Decompensated 
https://www.associazioneaisc.org/

Širdies Nepakankamumu Sergančiųjų Asociacija 
www.sirdiesnepakankamumas.lt

Where can I get more information?

https://globalhearthub.org/hf-patient-guide/
https://globalhearthub.org/hfpatientcharter/
http://www.escardio.org/Guidelines/Clinical-Practice-Guidelines/Acute-and-Chronic-Heart-Failure
http://www.escardio.org/Guidelines/Clinical-Practice-Guidelines/Acute-and-Chronic-Heart-Failure
http://www.escardio.org/Guidelines/guidelines-for-patients
http://www.heartfailurematters.org/what-your-doctor-can-do/implantable-devices/
http://www.acc.org/education-and-meetings/products-and-resources/features/global-cv-institute/heart-failure-guidelines
http://www.acc.org/education-and-meetings/products-and-resources/features/global-cv-institute/heart-failure-guidelines
http://www.myrhythmdevice.org/
https://heartlife.ca/journey-map/
https://heartlife.ca/toolkit/
https://www.associazioneaisc.org/
http://www.sirdiesnepakankamumas.lt
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Summary
being told you have,  or may have, heart failure is frightening but heart failure 
treatment supports your heart to meet the needs of your body. Treatment can reduce 
symptoms, improve your quality of life, make you better able to do everyday activities, 
help you avoid hospital stays and live longer. Modern medicines, surgery and self-
care mean that most people with heart failure can live full and rewarding lives. 
Remember that you are not alone. Your care team and local heart failure patient 
group are there to help you live life to the fullest possible. 

We hope this guide helps make your journey a little easier and we wish you well for 
the future.

Our editorial advisory board
This document was developed in collaboration with an editorial advisory board 
made up of heart failure patients and clinicians. The Global Heart Hub wishes to 
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 → Professor John Amerena, Director of Cardiology Research, Barwon 
Health
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 → Deborah Chen, Executive Director - The Heart Foundation of Jamaica, 
VP InterAmerican Heart Foundation, VC Framework Convention Alliance
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Heart Failure Association & Scientific Director, Heart Research Institute, 
Sydney, Australia

 → Dr Gary Deed, Chair, RACGP Specific Interests Diabetes, Adjunct Senior 
Research Fellow Monash University, HealthCare Plus Medical Centre

 → Somaneh Bouba Diemé, Founder, Chief Encouragement Officer, Heart 
of a Giant Foundation  

 → Dr Salvatore di Somma, Professor of Medicine, Director Emergency 
Medicine, Chairman Postgraduate School of Emergency Medicine, 
Department of Medical-Surgery Sciences and Translational Medicine, 
University La Sapienza Rome, Sant’Andrea Hospital, Director Telemedicine 
Programme, University La Sapienza Rome-ASL Latina. Italy, President 
GREAT Network Italy

 → Dr Anique Ducharme, MD, MSc, Professor of Medicine, University of 
Montreal, University of Montreal endowed chair - Fondation Marcelle 
et Jean Coutu, Cal & Janine Moisan for best practices in advanced Heart 
Failure, Director - Heart Failure clinic, Montreal Heart Institute Research 
Centre; President – Canadian Heart Failure Society

 → Professor Ewa A. Jankowska, MD PhD, Institute of Heart Diseases, 
Wroclaw Medical University, and Institute of Heart Diseases, University 
Hospital, Wroclaw, Poland

 → Ms Krista Jelisavac, Nurse Clinician – Heart Function Clinic, 
Cardiosciences Outpatient Services Royal University Hospital – Saskatoon

 → Neil Johnson, Executive Director, Global Heart Hub, The International 
Alliance of Heart Patient Organisations

 → Dr Naresh Kanumilli, Community Diabetes Consultant- MUF, Clinical 
Champion- Diabetes UK, Clinical Network Lead for Diabetes- Greater 
Manchester

 → Dr Sandra Lauck,  PhD St. Paul's Hospital Professorship in 
Cardiovascular Nursing at UBC, Clinician Scientist at St. Paul's Hospital, 
Associate Professor at University of British Columbia, Vancouver Canada
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