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Foreword
Heart valve disease (HVD) is a common, 
serious but treatable condition which is 
particularly associated with ageing. It is 
the name given to any malfunction or 
abnormality of one or more of the heart’s 
four valves, affecting the flow of blood 
through the heart.

People who are diagnosed with HVD are 
often presented with different treatment 
options, and decision-making can be 
complex. In 2021, the European Society 
of Cardiology (ESC) and the European 
Association for Cardio-Thoracic Surgery 
(EACTS) released Guidelines for the 
management of valvular heart disease, 
which included clinical practice guidance 
on shared decision-making. Following this, 
Global Heart Hub released a patient guide 
in 2022, Shared decision-making for people 
with heart valve disease, to support people 
with HVD in participating in decision-making 
about their care. The guide empowers 
patients to express their goals and treatment 
preferences to their care team. However, 
too often this does not take place, and 
more work is needed to help drive effective 
implementation of shared decision-making.

In August 2023, Global Heart Hub convened 
an in-person roundtable to find solutions 
for successful implementation of shared 
decision-making in HVD. The event brought 
together 19 experts from around the world 
representing all heart team stakeholders, 
including people with HVD and patient 
organisations, surgeons, cardiologists, 
researchers and nurses. It was co-chaired 
by leading patient advocate Sandra 
McGonigle and leading cardiovascular 
nurse Dr Sandra Lauck. 

The roundtable formed the basis for this 
consensus-driven roadmap, and we are 
grateful to these experts for their invaluable 
contributions throughout this project. By 
aiding the facilitation of shared decision-
making, these contributions will make a real 
difference to people’s quality of life. 

Following the roundtable, Global Heart Hub, 
in partnership with The Health Policy 
Partnership, developed this global roadmap 
to support patient organisations and 
other advocates, including healthcare 
professionals and researchers, in driving 
shared decision-making best practices 
for people with HVD in their countries. This 
roadmap will help improve patient access to 
shared decision-making by addressing the 
perceived barriers. The roadmap highlights 
the need for a gold standard for shared 
decision-making in HVD as there is currently 
no standardised model available at the 
national or international level.

We know that shared decision-making in 
HVD has huge benefits for people with the 
condition. It aims to ensure that the person 
feels fully supported to make treatment 
decisions that are right for them, and it has 
been shown to improve their satisfaction, 
quality of life and other meaningful 
outcomes. We hope this roadmap will 
provide patient organisations and other 
advocates with the power and guidance to 
make shared decision-making a reality for 
all people living with HVD in their countries 
and settings.

Ellen Ross
Managing Director, Heart Valve Voice 
Canada, and Chair, Heart Valve Disease 
Patient Council, Global Heart Hub
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About this roadmap
Despite recommendations in several valvular 
heart disease clinical guidelines across the 
globe,1 2 too often, people living with heart 
valve disease (HVD) are still not being 
optimally involved in conversations about 
their treatment options and preferences.3 4  

This global roadmap is the result of 
consensus recommendations made by 
an international group of people with 
lived experience of HVD, multidisciplinary 
clinicians, researchers and policymakers. 
It aims to support patient organisations 
and advocates to work with other key 
stakeholders and partners, such as Global 
Heart Hub, to drive effective implementation 
of the roadmap in their different countries 
and settings. 

Noting the need for action at both 
the international and local levels, the 
roadmap outlines five key areas for united 
international action and six local calls to 
action within four themes. 

They target several areas that were found 
to be critical for improving access to high-
quality shared decision-making in HVD: 

Global areas of focus	

•	 A common understanding of the 
components required to constitute quality 
shared decision-making 

•	 Data and research on the effectiveness of 
shared decision-making and interventions 
to facilitate it	

•	 A heart team/multidisciplinary care 
approach within all cardiac disciplines, 
including HVD	

•	 Incorporation of shared decision-making 
into health policies	

•	 Partnerships with key stakeholders	

Accelerating change at the local 
level: calls to action	

Preparing patients	

•	 Local call to action 1: Develop 
comprehensive and accessible local-level 
patient information materials on shared 
decision-making in HVD

Developing and implementing patient 
decision aids	

•	 Local call to action 2: Identify and develop 
patient decision aids for use by people 
living with HVD and their healthcare 
providers 

Training healthcare teams	

•	 Local call to action 3: Improve training and 
competencies in shared decision-making 
for healthcare professionals

Creating a supportive system	

•	 Local call to action 4: Seek to include a 
distinct step(s) within local HVD patient 
care pathways where the individual’s 
preferences, values and priorities can be 
understood and captured 

•	 Local call to action 5: Encourage 
investment in research to identify and 
scale-up best practices for shared 
decision-making in HVD

•	 Local call to action 6: Push for 
the adoption of novel funding or 
reimbursement models in healthcare 
to help shift the culture of care from 
procedure-driven to person-centred

Each local call to action is presented in 
context and offers recommendations on key 
partnerships, key objectives and potential 
outcome measures.



The content is designed to be applicable 
across different countries and health 
systems; however, practical applications may 
vary depending on context.

The roadmap is designed to support patient 
organisations and advocates who wish 
to implement shared decision-making for 
people facing HVD treatment options. It does 
not provide decision support for people with 
HVD contemplating their treatment options. 
Please refer to Shared decision-making for 
people with heart valve disease: a patient 
guide for more information on this.5 

The roadmap is designed to 
support patient organisations 
and advocates who wish to 
implement shared  
decision-making for people 
facing HVD treatment options.

2

https://globalhearthub.org/wp-content/uploads/2022/02/Valve-Patient-Guide.pdf
https://globalhearthub.org/wp-content/uploads/2022/02/Valve-Patient-Guide.pdf
https://globalhearthub.org/wp-content/uploads/2022/02/Valve-Patient-Guide.pdf
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The vital role of shared 					   
decision-making in heart 				  
valve disease

What is shared  
decision-making and what 
are its benefits?

Shared decision-making is a two-way 
process between a person receiving 
care and healthcare professional(s) 
which aims to ensure that the person 
feels fully supported to make treatment 
decisions that are right for them. It 
involves an exchange between the 
healthcare professional(s) – who 
share information about the condition, 
treatment options, and the associated 
risks and benefits of each – and the 
affected person, who shares their 
preferences, values and goals.3 6 It 
goes beyond informing and educating 
a person on their condition; it involves 
working together to reach consensus on 
the most suitable treatment for them.6 
A quality decision is one that is informed 
and based on what is most important to 
the person.

Shared decision-making has been 
shown to have several benefits, 
especially in terms of improving 
patient outcomes and experiences, 
such as increased knowledge, reduced 
uncertainty around choosing treatment 
options and greater satisfaction with 
care.7 

Decision-making in heart valve disease 
(HVD) is often complex. People diagnosed 
with HVD may be eligible for different 
treatment options, depending on their risk 
profiles, the severity of their condition and 
other potential chronic conditions they may 
be living with.3 8 Most treatment options 
involve a device, to either repair or replace 
the diseased heart valve(s), alongside 
medication and routine follow-up. This 
makes the decision around treatment 
options more significant, as valve repair 
or replacement cannot be reversed in the 
same way as starting new medications. 
Each option is associated with risks and 
benefits. For example, recovery periods and 
durability can vary by treatment option, 
impacting a person’s return to physical 
function, quality of life and ability to regain 
independence.8 Moreover, HVD requires 
lifetime management and the consideration 
of future treatment options.

It goes beyond informing 
and educating a person on 
their condition; it involves 
working together to reach 
consensus on the most 
suitable treatment for them.
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As the number and complexity of HVD 
treatments continue to increase, shared 
decision-making can be used to help people 
facing a new treatment decision navigate 
the various options that may be appropriate 
for them. With shared decision-making, 
the individual is empowered to make an 
informed decision on their treatment, 
based on their own preferences, personal 
circumstances and recommendations from 
their healthcare provider. For example, 
older adults who may have additional 
chronic conditions and various degrees 
of frailty might have different goals from 
those of younger adults who are working, 
have family or other social responsibilities, 
and are potentially facing subsequent 
treatments; different people may therefore 
have different objectives of care and benefit 
from different discussions and treatment 
choices.8 Shared decision-making can relieve 
the individual of the burden of wondering 
whether they have made the right decision. 

Shared decision-making is increasingly 
recognised and recommended within 
clinical practice guidelines. In the most 
recent European Society of Cardiology 
(ESC) and European Association for Cardio-
Thoracic Surgery (EACTS) Guidelines for 
the management of valvular heart disease, 
published in 2021, the importance of shared 
decision-making and patient engagement 
is highlighted throughout.1 Similarly, the 
2020 American College of Cardiology (ACC) 
and American Heart Association (AHA) 
Guideline for the Management of Patients 
With Valvular Heart Disease outlines that 
the individual’s values and preferences, 
as well as the risks and benefits of each 
treatment option, need to be discussed 
when considering suitable interventions 
or surgery.2 

However, uptake of shared decision-making 
in routine practice has been slow, and too 
often does not take place at all. This is despite 
evidence of improved patient outcomes for 
people living with HVD.3 A recent survey of 
people with HVD in Austria and Germany 
found that only around half had been 
involved in discussions about the different 
treatment options available to them.9 
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Shared decision-making represents a cultural shift in healthcare. To move the needle in the 
right direction, actions and steps taken now at both the international and local levels will pave 
the way towards global implementation of shared decision-making in HVD.

Given this context, and in close consultation with the 19 experts, we identified five key areas for 
united international action and six local calls to action (Figure 1).

Building a picture: what 				  
is needed to successfully 				 
implement shared 							     
decision-making in heart 				  
valve disease?

Figure 1. Global and local actions needed to drive implementation of shared  
decision-making in HVD

Global actions Local actions

Partnerships with key 
stakeholders

Heart team/multidisciplinary 
approach within all 
cardiac disciplines

Incorporation of shared 
decision-making into 
health policies

Data and research on 
effectiveness of shared 
decision-making and 
interventions

Common understanding 
of shared decision-making 
conversation components

Comprehensive and 
accessible local-level 
patient information 
materials on shared 
decision-making in HVD

Patient decision aids 
for use by people living 
with HVD and their 
healthcare providers

Training and 
competencies in 
shared decision-
making for healthcare 
professionals

A distinct step within local 
HVD patient care pathways 
where patient preferences, 
values and priorities could 
be captured

Adoption of novel funding 
or reimbursement models in 
healthcare, to help shift culture 
of care from procedure-driven 
to patient-focused

Investment in research 
to identify and scale-up 
best practices for shared 
decision-making in HVD
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Global areas of focus

The five global areas of focus require 
united advocacy and movement at local, 
national and international levels. They seek 
to address issues that continue to be faced 
by many countries when working towards 
improving people’s access to shared 
decision-making. Progress made within 
these areas will help ensure advancement 
towards the implementation of shared 
decision-making in HVD.  

A common understanding of the 
components required to constitute 
quality shared decision-making  

One of the biggest challenges in 
implementing shared decision-making is 
the lack of a common understanding or 
definition of what it should involve. Shared 
decision-making is an invitation for people 
receiving care to be actively engaged in an 
informed conversation and a collaborative 
process with their healthcare professional(s) 
to reach a joint decision about care. 

It goes beyond patient education and 
acknowledges important forms of expertise 
such as the healthcare professional’s 
knowledge of the condition, prognosis, 
treatment options and possible outcomes; 
and the person’s expertise, informed by the 
impact of their health condition on their daily 
life, their values, and their preferences for 
outcomes. 

For example, the Stiggelbout framework 
outlines four steps to a shared decision-
making conversation:10

1.	 The healthcare professional 
informing the person that a decision 
needs to be made and that their 
opinion is important and valued

2.	 The healthcare professional 
explaining available treatment 
options and their pros and cons

3.	 A discussion between the healthcare 
professional and the person 
receiving care regarding the 
person’s preferences

4.	 A discussion between the healthcare 
professional and the person about 
whether or not the person wants to 
make the decision, after which they 
either make or defer the decision

Shared decision-making supports a person’s 
ability to provide informed consent, which 
is an ethical and legal ‘contract’ that seeks 
to obtain a person’s permission to proceed 
with treatment. Thus, significant efforts are 
required to expand the understanding of 
shared decision-making beyond simple 
‘information giving’ and the signing of 
consent.11 
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Data and research on the 		
effectiveness of shared decision-making 
and interventions to facilitate it 

At present, there is no single established or 
standardised model for the integration of 
shared decision-making in HVD available 
for hospitals or other care settings to 
adopt. To take the necessary steps towards 
implementation, it will be important to 
generate rigorous data to:

•	 identify effective implementation 
strategies, in terms of how to make 
shared decision-making work in routine 
clinical practice and ensure that it can be 
tailored to diverse settings and disciplines

•	 evaluate the effectiveness of shared 
decision-making interventions and 
demonstrate their impact. For example, 
the Institute for Healthcare Improvement’s 
‘quintuple aim’ principle speaks to the 
importance of showcasing improvements 
in patient experience, patient-reported 
outcomes (e.g. quality of life) and patient 
decision-making outcomes, clinician 
experience, health system outcomes 
(such as costs and resources), and health 
equity.12 These are all useful to consider 
when thinking about how to measure and 
evaluate effectiveness.  

Any research into the above needs 
to be underpinned by measurable 
quality indicators that are agreed at an 
international level. These will be beneficial 
for benchmarking performance, for 
understanding incentivisation and when 
making the case to decision-makers for 
investment in or funding for shared decision-
making models and interventions.

A heart team/multidisciplinary care 
approach within all cardiac disciplines, 
including HVD 

Adoption of the heart team approach for the 
treatment of HVD is uneven across regions. 
It is important to continue advocating 
for this best-practice approach as an 
integral part of the HVD care pathway, as 
it has been shown to improve prognosis.13 
The ideal structure and composition of a 
heart team have been widely discussed 
in literature and may include, but are not 
limited to, cardiac surgeons, cardiologists, 
interventional cardiologists, imaging 
cardiologists, specialist nurses and heart 
team coordinators.14 

Incorporation of shared decision-
making into health policies

Shared decision-making should be viewed 
as a fundamental right of people receiving 
care; it is a critical aspect of all healthcare 
interactions and, as such, it needs to 
be incorporated within national and 
international health policies. This challenging 
and long-term goal will require patient 
advocates to come together to engage with 
policymakers and decision-makers and 
explore ways in which this can be done – 
legislatively, within funding models, and/or 
in existing or upcoming health policies and 
strategies.  

At present, there is no single 
established or standardised 
model for the integration of 
shared decision-making in 
HVD available for hospitals 
or other care settings.
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Partnerships with key stakeholders

The kind of change required to make a 
difference for people living with HVD is 
dependent on a collective effort and strong 
collaboration between multidisciplinary 
experts. International and national 
partnerships with like-minded individuals 
who are passionate and motivated to 
push for the implementation of high-
quality shared decision-making across 
all cardiac disciplines, including HVD, will 
be instrumental, as there is significant 
and varied expertise to draw on, and 
learnings and best practices can be shared. 
Stakeholders might include:

•	 patient representatives, including people 
living with HVD

•	 heart patient organisations

•	 clinicians e.g. HVD heart team 
representatives, professional cardiac 
societies

•	 researchers with expertise in 
implementation science and shared 
decision-making

•	 health system leaders and decision-
makers

•	 hospital administrators.

Accelerating change at the 	
local level: calls-to-action

Movement at the local level is critical 
– whether that is national, regional or 
provincial. The six local calls to action 
highlight the key steps that need to be 
taken towards the implementation of 
shared decision-making in HVD. Heart 
patient organisations should seek to work 
in collaboration with several stakeholder 
groups and bodies to push these strategic 
priorities forward.

Preparing patients

Access to high-quality information about 
HVD is crucial to strengthen the integration 
of shared decision-making. A person who 
is equipped with knowledge about their 
disease and their treatment options is more 
likely to feel empowered when there is an 
opportunity to engage in shared decision-
making with their healthcare providers. This 
is important for ensuring people living with 
HVD feel prepared and are fully aware of 
the next steps in their care. 

The development of such materials should 
be a collaborative effort between people 
receiving care and clinicians. This is 
essential to prioritise the appropriate level 
and tone of content desired by people living 
with HVD while also ensuring any clinical 
information is communicated properly and 
accurately reflects the national HVD care 
pathway. The kind of change required 

to make a difference for 
people living with HVD 
depends on a collective effort 
and strong collaboration.
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Local call to action 1
Develop comprehensive and accessible local-level patient information 
materials on shared decision-making in HVD

Patient organisations are recommended to work collaboratively with: 
HVD clinicians and researchers (desirable: national multidisciplinary cardiac societies); 
communication specialists

Key steps:

1)	 Develop dedicated patient information materials for people living with HVD to help 
them engage in shared decision-making in line with local context and cultures. 

2)	 Ensure the HVD patient information materials are of high quality, with language 
accessible to patients and reflecting cultural appropriateness. They should be 
available in both print and digital format, with audio-visual elements and text 
translated into all local languages and made available in English if sharing for wider 
publication.

3)	 Disseminate the HVD patient information materials to community cardiologists and 
other primary care providers, hospitals and other clinical settings where HVD care is 
provided and encourage them to share the materials with people living with HVD. 

a.	 	These materials should be made available to people with HVD at a minimum of 
two key stages of the care pathway: following diagnosis of HVD and while awaiting 
treatment (prior to an appointment where treatment options would be discussed 
with their healthcare provider). 

4)	 Guarantee that all HVD patient information materials are periodically updated as 
new evidence and treatment options emerge over time.

Ways to measure impact:
•	 Track digital and paper use of the patient information materials.

•	 Distribute surveys:

	– among people with HVD to measure patient-reported outcomes and find out: 
whether they are receiving the information materials at the key stages, whether they 
find them useful and have felt improvements to their care experience, and if there is 
any additional information they would find useful.

	– among HVD healthcare professionals to ascertain whether they feel the patient 
information materials have been helpful in enabling more informed conversations 
during consultations.

1



Key considerations

The patient information materials should 
be tailored to the national or local health 
system and structures, and should aim 
to include information on:

•	 the condition and disease progression

•	 the typical HVD care pathway

•	 treatment options, including short- 
and longer-term risks and benefits, as 
well as guidance on whether certain 
treatments are not available e.g. due 
to the type of HVD, individual risk 
profile, reimbursement or coverage of 
health insurance

•	 what support might be required 
before or after treatment e.g. from 
local healthcare providers or the 
person’s loved ones

•	 recovery and rehabilitation 

•	 what life might look like after 
treatment and lifetime management

•	 questions or issues to consider 
during discussions with the person’s 
designated healthcare professional

•	 local support groups or moderated 
forums for people with HVD.

10
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Developing and implementing patient 
decision aids

Patient decision aids, or decision-support 
tools, help people to make decisions 
about their healthcare options. They are 
designed to inform conversations and 
enhance shared decision-making between 
a person receiving care and a healthcare 
professional. They usually outline evidence-
based information on treatment options 
and potential outcomes, benefits and risks, 
with the aim of supporting a person to think 
about what matters to them most when 
deciding on their preferred treatment, 
including whether to have treatment at all.15 16 

These tools can be particularly helpful 
for people living with HVD, who may have 
varied goals of care and benefit from 
different treatment choices. Decision 
aids acknowledge the importance of 
key elements in decision-making such 
as support, realistic expectations and 
value-based choices. Research has also 
shown that the use of patient decision 
aids can lower decisional conflict and 
improve communication between the 
person receiving care and healthcare 
professionals.17 18

Patient decision aids, or 
decision-support tools, help 
people to make decisions 
about their healthcare 
options.
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Key steps:

1)	 Develop high-quality patient decision aids that reflect the best contemporary 
evidence and can be readily used by diverse populations e.g. ensuring they are 
reflective of the local context and cultures, and available in appropriate formats with 
translations into all local languages.

2)	 Explore how patient decision aids could be incorporated and used across the HVD 
care pathway, by patient organisations and within clinical processes. 

3)	 Engage with hospitals and all care settings where HVD care is provided to encourage 
use of the decision-support tools as a core tenet. 

Ways to measure impact:
•	 Track usage of the patient decision aids.

•	 Distribute surveys:

	– among people with HVD to measure patient-reported outcomes and find out: 
whether they are using the patient decision aids, whether they find them useful and 
have felt improvements to their care experience, and if there is anything else they 
would find helpful to reach a decision about treatment. 

	– among HVD healthcare professionals to ascertain whether they feel the patient 
decision aids have been helpful in engaging with shared decision-making.

Patient organisations are recommended to work collaboratively with: 
HVD clinicians (desirable: national multidisciplinary cardiac societies); HVD researchers 
with expertise in implementation science and shared decision-making; communication 
specialists; hospital/organisation administrators

Local call to action 2
Identify and develop patient decision aids for use by people 
living with HVD and their healthcare providers

2



Key considerations

•	 People living with HVD may find decision aids useful to use before, during or between 
consultations, depending on how their HVD care pathway is structured.

•	 Potential qualifying criteria for patient decision aids could include that they:

	– identify the target audience

	– describe HVD as a health condition

	– recap the treatment options and include active surveillance and medical 
management within that

	– explicitly state the decisions that might be under consideration for the person 
receiving care

	– help people with HVD clarify what matters to them most in terms of outcomes of the 
various treatment options.

Training healthcare teams

Healthcare professionals may benefit 
from more training and guidance on 
how to engage people with HVD in a 
shared decision-making conversation. 
Healthcare professionals interviewed for 
this roadmap reported that they believed 
shared decision-making was an important 
goal but felt limited by uneven knowledge 
and competencies to engage effectively 
in such conversations. The importance 
of shared decision-making was not an 
area they had frequently encountered in 
learning, and this topic was rarely featured 

as a key component of the curricula 
for undergraduate or postgraduate 
programmes, in on-the-job training or as 
part of materials developed by professional 
cardiac societies. Healthcare professionals 
highlighted the need for tools, direction or 
advice on how to effectively invite people 
with HVD into a shared decision-making 
process, ascertain their preferences 
and convey complicated information 
to them in an easily understandable 
format to ultimately reach a high-quality 
recommendation/decision. 

13
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Key steps:

1)	 Explore how shared decision-making could be incorporated into the undergraduate 
and postgraduate training curricula as an essential standard in which healthcare 
professionals must demonstrate competence. Use any relevant case studies to 
showcase how this could work.

2)	 Investigate the opportunities to incorporate shared decision-making into continuing 
professional development competencies or scientific meetings, demonstrating 
that shared decision-making skills and competencies are an essential part of the 
framework for good clinical practice. Use any relevant case studies to showcase how 
this could work.

3)	 Identify what guidance could be developed for healthcare professionals that is closely 
aligned with the HVD clinical practice guidelines in your country/locality that would 
support healthcare professionals to offer shared decision-making and push for its 
development.

Patient organisations are recommended to work collaboratively with: 

HVD clinicians (desirable: national and regional multidisciplinary cardiac societies); local 
educational bodies and clinical bodies responsible for education standards; universities

Ways to measure impact:
•	 Track the number and type of meetings/conversations with local educational 

and clinical bodies regarding the incorporation of shared decision-making into 
undergraduate/postgraduate curricula/competency standards. For example, are the 
conversations becoming more fruitful? Are you having more conversations year on 
year? Are any commitments being made?

•	 Monitor updates on whether shared decision-making has been incorporated into 
undergraduate/postgraduate curricula, continuing professional development 
competencies and scientific/professional meetings.

Local call to action 3
Improve training and competencies in shared decision-making 
for healthcare professionals

3
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Key considerations

•	 It is important that any supporting guidance for healthcare professionals is developed 
within or adapted for the country of use, to understand nuances around health literacy, 
language and culture. Such guidance should be co-developed by end-users including 
people living with HVD, healthcare professionals and other stakeholders to ensure all 
relevant perspectives are integrated.

•	 To be effective in their shared decision-making practice, clinicians must learn more 
about and understand gender and cultural differences that may play a role in people’s 
attitudes towards shared decision-making.19

•	 Given that HVD is more prevalent among the older population, resources on how to 
have meaningful conversations about surgery with older people living with frailty and 
coexisting conditions may also be useful.20

Creating a supportive system

It is essential to have system enablers that 
allow for the successful implementation 
of shared decision-making in HVD. This 
includes care delivery models, the health 
workforce, better data and research, and 
funding models to ensure that shared 
decision-making is reimbursed and/or 
incentivised by the health system. 

It is not realistic to aim to fix the entire 
system. However, in order to work towards 
the end goal where everyone living with 
HVD has access to shared decision-making, 
we need to start somewhere and there are 
several areas to focus on.  
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Local call to action 4
Seek to include a distinct step(s) within local HVD care pathways 
where the individual’s preferences, values and priorities 
are understood and captured 

Patient organisations are recommended to work collaboratively with: 

HVD clinicians (desirable: national multidisciplinary cardiac societies); researchers with 
expertise in implementation science and shared decision-making; local health bodies 
responsible for care pathways/provision of care

Key steps:

1)	 Aim for general agreement that the individual’s preferences, values and priorities will 
be elicited ahead of decision-making about HVD treatment and integrated into the 
final decision.

2)	 Identify how this could work and be implemented across the entire HVD care pathway 
e.g. through additional consultations with healthcare professionals such as those 
within nursing, cardiology, cardiac surgery and primary care.

a.	 It will be necessary to think about what is needed for effective implementation 
e.g. whether guidelines/care pathways need to be updated to reflect any agreed 
changes; what training might be needed to ensure shared decision-making is 
performed effectively; how the information could be made accessible to the 
multidisciplinary heart team and/or the individual’s local cardiologist.

Ways to measure impact:
•	 Track the number and type of meetings/conversations with local bodies regarding the 

incorporation of shared decision-making into HVD care pathways. For example, are 
the conversations becoming more fruitful? Are you having more conversations year on 
year? Are any commitments being made?

•	 Distribute surveys:

	– among people with HVD to find out whether they have been a part of more shared 
decision-making conversations, how these have been conducted, and whether they 
have improved the person’s experience and satisfaction with their care.

	– among HVD healthcare professionals to find out whether they have been eliciting 
more shared decision-making conversations, how these have been conducted, and 
whether they have been helpful.

•	 Monitor any announcements of updates to local/national HVD care pathways 
regarding the incorporation of shared decision-making within them.

4
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Key considerations

•	 Discussions around potential 
treatment options can be 
overwhelming for people living 
with HVD, so it is useful for them to 
be offered additional time with a 
healthcare professional to ask any 
questions they may have felt unable 
to ask during previous consultations 
e.g. when receiving their diagnosis.  

•	 Additional consultations should be 
introduced at a minimum of two key 
stages of the care pathway: following 
diagnosis with HVD and when making 
a choice about treatment. If capacity 
is constrained, it may be useful to 
consider whether the additional 
consultations need to be conducted in 
person or could be done virtually/via 
teleconference.
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Local call to action 5
Encourage investment in research to identify and scale-up 
best practices for shared decision-making in HVD

Key considerations

•	 The AIMD framework could be useful to refer to when thinking about how to translate 
research into healthcare policy and practice.22 The framework outlines four key stages: 

	– Aims: what you want your intervention to achieve and for whom

	– Ingredients: what comprises the intervention

	– Mechanisms: how the proposed intervention may work

	– Delivery: how the intervention would be delivered 

Patient organisations are recommended to work collaboratively with: 

HVD clinicians and researchers with expertise in implementation science and shared 
decision-making; relevant local data institutions or registries/audits; academic/university 
hospitals

Key steps:

1)	 Identify existing models and initiatives that are embedding shared decision-making 
in HVD patient care pathways, or in other disease areas in your country, or in other 
countries with a similar health system.

2)	 Explore ways in which these existing initiatives could be developed into transferable 
models and written up into accessible case studies.

3)	 Review and synthesise existing evidence to encourage relevant local bodies in your 
country and/or governments to fund research on shared decision-making in HVD, 
with a view to scale-up standardised best-practice processes at the national level.

Ways to measure impact:
•	 Track the number and type of meetings/conversations with local bodies or the 

government regarding more research into shared decision-making. For example, are 
the conversations becoming more fruitful? Are you having more conversations year on 
year? Are any commitments being made?

•	 	Monitor levels of public funding allocated and research grants being made available 
towards investigating how to implement shared decision-making in HVD.

5
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Local call to action 6
Push for the adoption of novel funding or reimbursement models in 
healthcare to help shift the culture of care from procedure-driven 
to person-centred

Key considerations

•	 Funding and reimbursement models can shape how care is delivered, as well as how 
healthcare professionals and care settings are incentivised to prioritise recommending 
certain treatments or interventions over others. However, care outcomes and patient 
satisfaction should form a key component of the criteria for reimbursement. 

Patient organisations are recommended to work collaboratively with: 

HVD clinicians (desirable: national multidisciplinary cardiac societies); researchers with 
expertise in implementation science and shared decision-making; relevant local bodies 
responsible for commissioning or funding healthcare services

Ways to measure impact:
Track the number and type of conversations with local bodies or the government on the 
adoption of novel funding or reimbursement models being centred around the person 
with HVD. For example, are the conversations becoming more fruitful? Are you having 
more conversations year on year? Are any commitments being made?

Key steps:

1)	 Explore how novel funding or reimbursement models could work in your locality/
country.

a.	 Look to existing models that already centre funding around a person in HVD or 
other disease areas, either in your country or in other countries with a similar health 
system. Use any relevant case studies to showcase how this could work.

b.	 Think about how healthcare professionals and hospitals, or similar organisations 
providing HVD care, could be incentivised to centre care around a person, and 
what the criteria or indicators for measuring or quantifying quality HVD care and 
successful reimbursement should be.

2)	 Work with the researchers and implementation science experts to encourage relevant 
local bodies and/or the government in your country to adopt novel funding or 
reimbursement models built around the person with HVD.

6



Where next?

Shared decision-making represents a 
cultural shift in healthcare, and it is important 
to note that change like this will take time. 
To move the needle in the right direction, 
actions and steps taken now at both the 
international and local levels will pave the 
way towards global implementation of 
shared decision-making in HVD.

This roadmap is designed to be applicable 
across different countries and health 
systems, but its practical applications 
may vary depending on local context. 
As such, it will be beneficial to take any 
specific cultural nuances or challenges into 
consideration when seeking to implement 
the recommended actions. It would also 
be useful to identify which actions could be 
prioritised in the short vs. long term.  

Throughout this journey to drive 
implementation of shared decision-making 
in HVD, Global Heart Hub remains a key 
stakeholder and partner to all advocates, 
with resources available for use and 
adaptation at the local level. These include:

•	 Shared decision-making for people with 
heart valve disease: a patient guide5

•	 Heart valve disease: working together to 
create a better patient journey24

20

https://globalhearthub.org/wp-content/uploads/2022/02/Valve-Patient-Guide.pdf
https://globalhearthub.org/wp-content/uploads/2022/02/Valve-Patient-Guide.pdf
https://www.healthpolicypartnership.com/app/uploads/Heart-valve-disease-Working-to-create-a-better-patient-journey.pdf
https://www.healthpolicypartnership.com/app/uploads/Heart-valve-disease-Working-to-create-a-better-patient-journey.pdf
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