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Why this toolkit

For too long, heart failure has been a forgotten condition 
in health policy (HF), despite its economic significance for 
healthcare systems, and the great burden carried by those 
living with the condition. 
The HF Policy Toolkit was developed to help address this – and place HF firmly in the minds of 
policymakers across Europe. 

The HF Policy Toolkit is a starting point for meaningful policy action on HF - designed with 
the policymaker in mind. 

It provides a clear, evidence-based, and comprehensive overview of the key policy issues 
surrounding HF. It offers a clear way forwards, backed by patients, clinicians, parliamentarians, 
and other key opinion leaders. 

This toolkit should help policymakers lead a new generation of policies that can make a 
real difference to people living with HF across Europe. 

The toolkit is designed as a web-based tool, and provides 10 priority actions for policymakers 
to follow – each backed up by a summary of the evidence, the economic case for change and 
views from patients, clinicians and policy makers on why this is important. It also features several 
examples from across Europe of what has been done to help improve the lives of patients with 
HF in the form of case studies. 

This document presents a summary of the contents of the toolkit. 

“�Heart failure is the single greatest threat to 
the sustainability of our health care systems – 
yet very few people know much about it.”

Dr José Ramón Juanatey, President of the Spanish Society  
of Cardiology

About the HF Policy Network

To see the full web-based version, and to  
sign the Call to Action, please visit:  

www.hfpolicynetwork.eu

Our members

Pascal Garel, 
HOPE

Dr Mark Dancy, 
Cardiologist 
(UK)

Penilla Gunther 
MP  
(Sweden)

Dr Pierre 
Troisfontaines, 
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(Belgium)

Marc  
Tarabella  
MEP  
(Belgium)

Dr José Ramón 
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Cardiologist 
(Spain)

Marie Claire 
Lambert, 
Honorary MP 
(Belgium)

Dr Stanimir 
Hasardjiev, 
National Patient 
Organisation 
(Bulgaria)

Neil Johnson, 
National Institute 
for Preventive 
Cardiology, 
(Ireland)

Deputy Sean 
Kyne TD 
(Ireland)

Dr. Horia 
Cristian MP 
(Romania)

Dr Cristian 
Silviu Busoi 
MEP  
(Romania)

Prof Martin 
Cowie, 
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(UK)
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Robertson 
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MEP  
(UK)

The HF Policy Network is a multidisciplinary group of politicians from across Europe working 
with patients, health professionals and other stakeholders to lead significant policy changes 
that may improve the lives of people with heart failure (HF).

The Secretariat for the HF Policy Network is provided by  
The Health Policy Partnership, an independent consultancy. 
To find out more, please visit www.healthpolicypartnership.com

Design and layout by Vanilla Creative, www.vanillacreative.co.uk 
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Heart failure (HF) is a forgotten condition and few countries feature it in their cardiovascular 
health strategies. What’s more, it is often considered a lost cause – when in fact appropriate 
diagnosis and care can make a huge difference to improving patient outcomes, avoiding 
unnecessary suffering by patients and decreasing costs for society.  

With the number of people living with HF increasing rapidly, forward-thinking strategies are 
urgently needed to reduce the burden HF poses on our societies and ensure that every person 
with HF is offered the best-quality diagnosis and care possible. 

We call upon governments across Europe to commit to improving the lives of people living 
with HF by focusing on the following priority actions:

Call to action

Make HF a national priority 

National HF strategies with measurable goals
Every country should feature HF as a major condition within their cardiovascular 
disease and chronic disease strategies. 

1

Public awareness campaigns
Ministries of health should work with public health authorities, professional societies 
and patient organisations to help people recognise the signs of HF and encourage 
them to seek appropriate care.

2

Data-driven resource planning
Ministries of health should invest in reliable data collection to guide improvements 
that will make the biggest difference to patient outcomes and make the best use of 
available resources.

3

Ensure timely diagnosis and prevention in those at risk

Professional training
All healthcare professionals who are in contact with people at high risk of HF should 
receive specific training in HF diagnosis and management.

4

Availability and reimbursement of diagnostics 
National healthcare systems should provide appropriate reimbursement for guideline-
recommended diagnostics and ensure their widespread availability in hospital and 
relevant community settings. 

5 Signed by 
The members of the Heart Failure Policy Network

 

Deliver multi-disciplinary, person-centred care 

A standardised HF pathway that reflects clinical guidelines 
All patients with HF, regardless of where they are treated, should be offered high 
quality care consistent with ESC guidelines (or national equivalents) delivered by a 
specialist-led multidisciplinary team.

6

A person-centred care plan  
All patients with HF should be offered a personalised long term care plan to help 
them self-manage their condition. 

8

A dedicated contact for follow up care
Patients hospitalised for HF should leave the hospital with:
• A clear discharge plan which reflects individual patient needs and circumstances
• A dedicated contact for follow up care
• An appointment to see an HF specialist within 2 weeks of discharge.

7

Invest in tools and resources in primary care

Workforce planning in primary care
Governments should evaluate existing professional capacity in primary care 
to ensure dedicated professionals are available to provide comprehensive care to 
people living with HF.
All nurses should receive training in HF and, where appropriate, HF specialist 
nurses should be officially recognised as a profession.

9

Investment in innovative tools that promote self-care
Governments should invest in the implementation of tools which may enable patient 
self-care and reduce avoidable hospital admissions (e.g. patient monitoring devices).

10
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What is heart failure? Of all conditions, why focus  
on heart failure?Heart failure (HF) is a serious chronic condition where the heart 

cannot pump enough blood to support the needs of other organs 
in the body.

What causes HF? 
The most common causes of HF in Europe include coronary 
heart disease, myocardial infarction (heart attack), congenital 
heart defects or damaged heart valves.

What are the symptoms of HF? 
Red flag symptoms include breathlessness, fatigue and 
swollen limbs. Signs of HF may also be associated with an 
underlying cardiac disorder. 

How does HF manifest itself? 

Patients may have symptoms of HF for many years before 
receiving a proper diagnosis. Most often, HF is diagnosed 
when patients have an acute episode, due to worsening of 
their symptoms, and requiring emergency hospitalisation.

Significant, and growing, costs
1 in 5 people in Europe are at risk of HF, and it is 
the single most frequent cause of hospitalisation in 
people over the age of 65

A debilitating condition causing considerable 
human suffering
Living with HF has been described as living ‘in 
the shadow of fear’ – and has a huge impact on 
people’s quality of life.

A forgotten condition within chronic disease
Yet appropriate diagnosis and treatment help reduce 
the risk of death, impact on quality of life and hospital 
re-admissions.

8



I. Make HF a national priority

Until now, HF has been a forgotten condition. Yet 1 in 5 of us are at risk of 
developing HF over the course of our lives1 and its cost to health care systems 
is considerable. 

What’s more, HF is a debilitating condition which has a huge impact on the 
quality of life of those affected.2 Many patients are treated inadequately, 
causing avoidable suffering and early death.  

National leadership is key to raise awareness of the unmet needs surrounding 
HF. Every country should have a written strategic plan of reducing the burden 
of HF. Public awareness campaigns are needed to help everyone understand 
the symptoms of HF. Reliable data are also critical to identify what needs to be 
done to improve outcomes for patients, making best use of available resources.

109

“�Public awareness is very poor for HF. People don’t 
really understand what it is. Some patients don’t 
even understand what it is. When I received my 
diagnosis, I’m not sure that I understood what  
HF was. It took a long time to get the information  
I was looking for.”

Sam, a woman living with HF 

“�We have one opportunity to get this right. 
If we don’t, a tsunami of costs will hit us.” 

Nick Hartshorne-Evans, CEO of The Pumping Marvellous 
Foundation and President, iHHUB

Why is heart failure a  
forgotten condition? 
Lack of knowledge – Even if people have heard of HF, many confuse it with a heart attack and would not be able to recognise its symptoms.3

A condition, not an illness – Heart failure is not an illness in itself, but a condition that often results from other illnesses.4 As a result, many people (including doctors) may not realise that it needs to be treated in its own right.
The concept of failure – The term ‘failure’ implies death or irreversibility - a ‘lost cause’ – when in actual fact, early diagnosis and appropriate treatment can prolong life and improve quality of life for patients.4 

‘A disease of old age’ – Symptoms of heart failure are often thought to be the natural result of ageing.4 
Limited data - There are relatively few reliable, up-to-date incidence and mortality data for HF, making it difficult to quantify its true burden.

National HF strategies with measurable goals
Every country should feature HF as a major condition within their cardiovascular 
disease and chronic disease strategies. 

1

Public awareness campaigns
Ministries of health should work with public health authorities, professional societies 
and patient organisations to help people recognise the signs of HF and encourage 
them to seek appropriate care.

2

Data-driven resource planning
Ministries of health should invest in reliable data collection to guide improvements 
that will make the biggest difference to patient outcomes and make the best use of 
available resources.

3

Priorities for action
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Early detection is key in HF – as putting patients on appropriate treatment 
as early as possible is vital to help minimise the risk of their HF symptoms 
getting worse, prolong their lives and improve their quality of life.4 

Unfortunately, HF is often not on many healthcare professionals’ 
radars. As a result, they may not always recognise symptoms of HF, 
and patients only get diagnosed once severe damage to their heart has 
already taken place.4 Equally, they may not be aware that HF can occur 
in young as well as older people.

Doctors may also not think to try to prevent HF in their high risk 
patients through appropriate lifestyle changes or medication. 

Improving healthcare professionals’ understanding of HF is therefore 
urgently needed.

Appropriate diagnostic tools 
should also be available and 
reimbursed in all relevant settings 
of care to help avoid any delays in 
diagnosis.

II. �Diagnosis and prevention  
of those at risk

 “�There are clear ‘red flag’ symptoms of 
HF that all doctors should be aware of.” 

Penilla Gunther, MP from Sweden

“�It took over three years for my diagnosis. 
Doctors were too quick to blame everything 
on being middle aged. It was only when I  
collapsed and was rushed to hospital that I 
was diagnosed, and even that took five days.”

Gina, a woman living with HF

Professional training
All healthcare professionals who are in contact with people at high risk of HF should 
receive specific training in HF diagnosis and management.

4

Availability and reimbursement of diagnostics 
National healthcare systems should provide appropriate reimbursement for guideline-
recommended diagnostics and ensure their widespread availability in hospital and 
relevant community settings. 

5

Priorities for action

Time is of  
the essence…
•	� Early diagnosis of HF (i.e. before severe damage to the heart has occurred) provides an opportunity to give patients life-prolonging medication which is more effective when given early in the natural course of HF. 

•	 �A delay to hospital treatment as little as 4-6 hours after acute onset of HF symptoms can increase a patient’s risk of death.4
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A delay to hospital treatment
as little as 4-6 hours after acute
onset of HF symptoms appear 
can increase a patient’s risk 
of death.i
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Clinical guidelines for HF exist, however many people with HF still do not 
get the right treatment,4 even in hospital. 

Evidence has shown that patients who receive input from a cardiologist,5 

are given evidence-based treatment to help stabilise their condition, and 
are discharged from hospital with a clear discharge and follow-up plan6 

have a lower risk of being re-admitted to hospital or of dying within one 
year.6  

HF is a long-term condition. A key goal of care must therefore be to help 
patients engage in their care and maintain as good a quality of life as 
possible over the course of their condition. To do this, patients need a 
personalised care plan tailored to their individual needs.

III. �Multidisciplinary,  
person-centred care

1817

“�HF care does not stop in the hospital – it 
has to span across all settings of care and 
focus on improving the quality of life of 
each person living with HF.” 

Pascal Garel, European Hospital and Healthcare Federation 
(HOPE)

“�Health professionals should look at the person 
holistically, ensuring our mental health is taken 
care of and referral to other services if needed. 
The journey is different for everyone, therefore 
services should be flexible.” 

Liz, a woman living with HF

“�The frustrating thing with HF is that  
we know what works to help improve 
patients’ lives - we are just not applying 
it as consistently as we should.”  

Dr Mark Dancy, cardiologist and clinical lead of NHS 
Improvement Programme on Heart Failure, England

A standardised HF pathway that reflects clinical guidelines 
All patients with HF, regardless of where they are treated, should be offered high 
quality care consistent with ESC guidelines (or national equivalents) delivered by a 
specialist-led multidisciplinary team.

6

A person-centred care plan  
All patients with HF should be offered a personalised long term care plan to help 
them self-manage their condition. 

8

A dedicated contact for follow up care
Patients hospitalised for HF should leave the hospital with:
• A clear discharge plan which reflects individual patient needs and circumstances
• A dedicated contact for follow up care
• An appointment to see an HF specialist within 2 weeks of discharge.

7

Priorities for action
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Inadequate follow-up and long-term care in primary care is one of 
the key reasons why patients with HF often end up being admitted to 
hospital.7-10 GPs are usually the first point of contact for patients with 
HF. However, they often do not have the time or resources to monitor 
their patients and nurses with specific training in HF are usually not 
available to fulfil this role.

Innovative tools that encourage self-care - for example patient self-
monitoring tools – may also help keep HF patients out of hospital.11 
However, in most countries these tools are often stuck in ‘pilot’ mode 
because of logistic or institutional barriers and are not implemented on 
a broad scale.

If we are to improve outcomes for people living with HF, we 
urgently need careful workforce planning and better use of tools 
that encourage self-management in primary care. Each healthcare 
setting needs to explore the feasibility of different approaches to suit 
their particular context. 

IV. �Investment in tools and  
resources in primary care

2221

“�With more and more people suffering from  
chronic conditions such as HF, the main  
challenge for all health care systems across 
Europe is to provide patients with high  
quality care and support outside of the  
hospital. But most health care systems are 
poorly equipped to do this.”  

Cristian Silviu Busoi, MEP 

“�I can’t believe not everyone 
has a heart failure nurse –  
I would be lost without mine.” 

Julie, a woman living with HF

Workforce planning in primary care
Governments should evaluate existing professional capacity in primary care 
to ensure dedicated professionals are available to provide comprehensive care to 
people living with HF.
All nurses should receive training in HF and, where appropriate, HF specialist 
nurses should be officially recognised as a profession.

9

Investment in innovative tools that promote self-care
Governments should invest in the implementation of tools which may enable patient 
self-care and reduce avoidable hospital admissions (e.g. patient monitoring devices).

10

Priorities for action
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Heart failure specialist nurses 
across Europe
Gaps, potential and opportunities

What are heart failure (HF) specialist nurses? 
HF specialist nurses are fully qualified nurses with specialist knowledge and advanced skills to 
treat, manage and care for people with HF. 

How can they benefit people with HF?   
HF specialist nurses play a vital role in the multidisciplinary care team, acting as a key 
contact for patients and offering much needed continuity of care across their entire care pathway. 
They have been shown to benefit patients in a number of ways: 
•	� They offer support to patients when they are discharged from hospital – providing 

smoother transitions back into the community.
•	� They provide ongoing follow-up care to patients within their own homes through regular 

monitoring and tailored education to patients and their families to enable self-care.12 
•	� When needed, they can assist 

individuals reaching end-stage 
HF by acting as care coordinators13 
and referring patients onto specialist 
palliative care services.12 

What is the current situation across Europe? 

Unfortunately, HF specialist nursing roles are poorly developed across Europe and a number 
of barriers exist to changing this situation. 
•	� In most countries, there are no requirements for local hospitals or GPs to provide HF 

specialist nurses and therefore many patients do not have access to such services. For 
example, in England, HF specialist nurses have been largely supported by charities and 
independent funders.12 

•	� HF specialist nurses are often not offered any additional remuneration for their role. For 
example in Belgium, this remuneration is left to the discretion of individual hospitals. Similarly 
in France, nurses working in the community (infirmiers libéraux) may provide therapeutic 
education and follow up to HF patients on an informal and voluntary basis, however they do 
not receive any formal reimbursement for these roles.16 

•	 �Training courses are not readily available, and there is often no single accreditation for HF 
specialist nurses. 

•	� In some countries, nursing roles in general are poorly developed. For example, Bulgaria 
for example has a very low proportion of nurses compared to the EU average.17 Primary care 
nurses are also not readily available in Italy. GPs are usually the ones managing HF patients 
in the community, however they do not have the resources to do so proactively.9 

What is needed? 
Greater investment in HF specialist nurses – or at least, nurses with training in HF – is 
urgently needed to ensure patients receive multidisciplinary and person-centred HF care: 
•	� First and foremost, HF specialist nurses must be officially recognised as a profession 

and their roles formalised through professional codes and specific remuneration appropriate 
to the professional structure of each healthcare system

•	� Nationally accredited training courses need to be developed 
•	� Official care coordination roles for HF specialist nurses within multidisciplinary teams should 

be created
•	� HF specialist nurses should be included in hospital discharge plans as the dedicated 

contact for patients when they leave hospital.

What does the  
evidence say?  
•	� Nurse-led interventions have been shown to reduce hospital admissions for HF patients.12-14 

•	� HF specialist nurses have been shown to enhance HF patients’ quality of life and adherence to treatment.12 

•	� Greater investment in HF specialist nurses is likely to be cost-effective in the long-term15 – as has been shown with other conditions such as cancer, diabetes, Parkinson’s disease and epilepsy.15

 Special feature
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What is being done to improve  
HF across Europe? 
The Toolkit features a number of best practice examples of what is being 
done across Europe to help improve the prevention and management of HF. 
Some of these featured examples are illustrated here. For more information, 
visit the Toolkit online at www.hfpolicynetwork.eu 

Sweden
A national internet-based HF registry 
- The Swedish Heart Failure Registry 
(RiksSvikt)19 

Belgium 
An HF Charter endorsed by multiple 
stakeholders18  

Ireland 
National standardised pathways and 
models of care for HF jointly authored 
by professional and government 
bodies – the National Clinical HF 
Programme21

Sweden 
Person-centred care planning 
around individual patient goals - 
Patient narratives in HF, Gothenburg 
University22,23

United Kingdom
�Individualised care plans for patients 
with advanced HF to help them make 
their own choices for end-of-life care 
– The end-of-life HF care pathway, 
Brent26

United Kingdom
�A Heart Failure Liaison Nurse Service 
in Glasgow28

Italy 
A blueprint for integrated, 
multidisciplinary pathways that can 
be adapted locally

�United Kingdom 
A national audit to measure 
implementation of clinical guidelines – 
The National Heart Failure Audit5   

�Switzerland 
Training for GPs on heart failure – 
Zurich Heart House20

Spain
�Integrated HF care pathways adapted 
to a given region – Proceso de 
insuficiencia cardiaca, Galicia 

France
�Standardised therapeutic education 
tools for use in cardiology centres - 
the I-Care programme24,25

Germany 
A disease management programme 
focused on improving transitions 
between specialist and primary care 
HeartNetCare-HF30-32 

Europe
The European nursing training 
programme developed by the 
European Society of Cardiology27 

�France 
An intelligent communications 
platform allowing remote monitoring 
through non-invasive monitoring 
devices - e-care, France29

 


