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Introduction

Cardiovascular diseases are currently the focus of mounting calls for in-
creased health policy attention in many European countries and
European level, being the leading cause of death across Europe and
conferring an enormous economic burden—recently estimated at
€282 billion annually across the European Union (EU)." That said, not
all countries have a national cardiovascular action plan and gaps exist
in those that do. While policy efforts rightly place a major focus on
the prevention of acquired age-related conditions, cardiomyopathies—
i.e. primary myocardial diseases—are often overlooked.

Cardiomyopathies, which are often inherited, are far from rare with
prevalence rates for the most common forms as high as 1/250.3
Cardiomyopathies can increase the risk of sudden cardiac death, cause
incapacitating symptoms, impair the quality of life of patients and fam-
ilies, and are a leading reason for heart transplantation in the very
young. Healthcare costs are often high, especially when patients need
to be hospitalized.*

New clinical guidelines published by the European Society of
Cardiology (ESC) offer an unprecedented opportunity to improve the
standards of cardiomyopathy care across Europe.> However, patients’
and families’ access to such care depends heavily on policy and health
system factors that can vary between and within countries. These policy
factors include support for expert centre networks, screening pro-
grammes, and reimbursement of guideline-recommended tests
(Table 1).

Here, we offer national-level policy recommendations to help ensure
that all patients and families affected by cardiomyopathies have access
to guideline-led care (Figure 7). These are based on a Policy Roadmap de-
veloped by Cardiomyopathies Matter, a multi-stakeholder initiative
launched in 2022 that aims to raise awareness of cardiomyopathies
among policymakers and to ensure these health conditions are given

the policy attention they warrant both at national and European levels
(www.cardiomyopathiesmatter.eu).2

Promoting efficient referral
to expert care

All patients with cardiomyopathy should have prompt access to well-
co-ordinated, multidisciplinary expert care—with ‘the family at its
heart’.? Fundamental to patients’ access are measures to ensure that
primary care professionals (to whom patients with suspected cardio-
myopathies may first present) have appropriate education and decision
support tools and are supported to deliver regular cardiovascular
health checks based on a life-course approach. Policy actions must
then focus on the promotion of efficient referral pathways and organ-
izational models that deliver expert care and the necessary workforces
and digital infrastructures. Examples of national expert centre networks
include those in France and Spain.*

Realizing the value of genetics in
optimizing patient care and early
diagnosis

Genetic testing plays an increasing role in cardiomyopathy care and is
recommended to optimize patient care and family screening (in con-
junction with clinical screening).? In addition, genetics could offer a
path towards precision medicine for cardiomyopathies, with gene edit-
ing and gene therapy techniques already under investigation.®

A causative pathogenic variant can be identified in around 20%-60%
of probands with the main four types of cardiomyopathy, i.e. hyper-
trophic cardiomyopathy, dilated cardiomyopathy, arrhythmogenic
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https://organesdeconcertation.sante.belgique.be/sites/default/files/documents/mission_document_college_van_cardiologie_2013-2016.pdf
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https://www.riziv.fgov.be/nl/nomenclatuur
https://mutuelle-france.com/remboursement/test-genetique#:~:text=Le%20test%20doit%20%C3%AAtre%20prescrit%20par%20un%20m%C3%A9decin,biologie%20%28ameli.fr%29%20muni%20du%20code%20de%20l%E2%80%99acte%20prescrit.
https://www.genetik-info.de/einfach/beratung-2/
https://www.humangenetik-koeln.de/infos/hinweise-und-formulare-kosten/
https://krebsinformationsdienst.de/vorbeugung/risiken/krebs-vererbbar-gentest.php
https://www.dhh-ev.de/service/wer-bezahlt-die-genetische-beratung-bzw-den-gentest
https://www.dhh-ev.de/service/wer-bezahlt-die-genetische-beratung-bzw-den-gentest
https://www.has-sante.fr/upload/docs/application/pdf/2021-10/protocole_national_de_diagnostic_et_de_soins_cmh_cardiogen_n_mansencal_p_charron.pdf
https://www.has-sante.fr/upload/docs/application/pdf/2021-10/protocole_national_de_diagnostic_et_de_soins_cvda_cardiogen_estelle_gandjbakhch.pdf
https://www.has-sante.fr/upload/docs/application/pdf/2022-11/pnds_laminopathies_version_finale.pdf
https://www.filiere-cardiogen.fr/bamacoeur/
https://www.gesundheitsforschung-bmbf.de/de/caehr-die-versorgung-von-menschen-mit-herz-kreislauferkrankungen-optimieren-13019.php
https://www.uniklinikum-dresden.de/de/das-klinikum/universitaetscentren/zentrum-fuer-medizinische-informatik/acribis
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https://www.fedecardio.org/la-recherche/subventions-cardiomyopathies-hypertrophiques-hereditaires-2023/
https://www.fondationdefrance.org/fr/appels-a-projets/recherche-sur-les-maladies-cardiovasculaires
https://dzhk.de/en/cardiovascular-diseases/diseases/cardiomyopathies/
https://www.dfg.de/en/dfg-profile/about-the-dfg/what-is-the-dfg
https://www.salute.gov.it/portale/ricercaSanitaria/dettaglioContenutiRicercaSanitaria.jsp?lingua=italiano&id=5576&area=Ricerca%20sanitaria&menu=reti
https://retecardiologica.it/en/working-group/cardiomiopatie-eredofamiliari/
https://www.gov.pl/web/zdrowie/narodowy-program-chorob-ukladu-krazenia2#:~:text=Narodowy%20Program%20Chor%C3%B3b%20Uk%C5%82adu%20Kr%C4%85%C5%BCenia%20(NPChUK)%20to%20program%20wieloletni%20na,chorobami%20uk%C5%82adu%20kr%C4%85%C5%BCenia%20(ChUK)
https://www.gov.pl/web/zdrowie/narodowy-program-chorob-ukladu-krazenia2#:~:text=Narodowy%20Program%20Chor%C3%B3b%20Uk%C5%82adu%20Kr%C4%85%C5%BCenia%20(NPChUK)%20to%20program%20wieloletni%20na,chorobami%20uk%C5%82adu%20kr%C4%85%C5%BCenia%20(ChUK)
https://www.gov.pl/web/zdrowie/narodowy-program-chorob-ukladu-krazenia2#:~:text=Narodowy%20Program%20Chor%C3%B3b%20Uk%C5%82adu%20Kr%C4%85%C5%BCenia%20(NPChUK)%20to%20program%20wieloletni%20na,chorobami%20uk%C5%82adu%20kr%C4%85%C5%BCenia%20(ChUK)
https://www.gov.pl/web/zdrowie/narodowy-program-chorob-ukladu-krazenia2#:~:text=Narodowy%20Program%20Chor%C3%B3b%20Uk%C5%82adu%20Kr%C4%85%C5%BCenia%20(NPChUK)%20to%20program%20wieloletni%20na,chorobami%20uk%C5%82adu%20kr%C4%85%C5%BCenia%20(ChUK)
https://www.sanidad.gob.es/areas/calidadAsistencial/estrategias/saludCardiovascular/docs/Estrategia_de_salud_cardiovascular_SNS.pdf
https://www.longtermplan.nhs.uk/online-version/chapter-3-further-progress-on-care-quality-and-outcomes/better-care-for-major-health-conditions/cardiovascular-disease/#:~:text=Milestones%20for%20cardiovascular%20disease,out%20of%20hospital%20cardiac%20arrest.
https://www.longtermplan.nhs.uk/
https://www.gov.scot/publications/heart-disease-action-plan/#:~:text=The%20heart%20disease%20action%20plan,suspected%20heart%20disease%20in%20Scotland.
https://www.gov.scot/publications/heart-disease-action-plan/#:~:text=The%20heart%20disease%20action%20plan,suspected%20heart%20disease%20in%20Scotland.
https://www.gov.wales/sites/default/files/publications/2019-01/heart-conditions-delivery-plan-january-2017.pdf
https://www.gov.wales/sites/default/files/publications/2019-01/heart-conditions-delivery-plan-january-2017.pdf
https://www.england.nhs.uk/long-read/accelerating-genomic-medicine-in-the-nhs/
https://www.england.nhs.uk/long-read/accelerating-genomic-medicine-in-the-nhs/
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Table 1 Continued

UK

Switzerland

Sweden

Poland Spain

Netherlands

Variable

quality of CVD care and

including CM. This platform

patient outcomes

is managed by the Centre of

Healthcare Information

Systems (CSIOZ), under the

Ministry of Health

Yes

No

No No Yes

Yes

Direct national

National Institute for Health and

Swedish Research

Governmental funding schemes via

governmental funding
dedicated specifically

Care Research (NIHR) has
conducted multiple CM
research projects in

Council funds

ZorgOnderzoek Nederland
(ZonMw; Care Research

research on CM,

to CM/inherited CVD

projects (within last

heart failure, and

Netherlands) and Nederlandse

Organisatie voor

collaboration with other

transthyretin

5 years)

organizations

amyloidosis

Wetenschappelijk Onderzoek

(NWO; Dutch Research

Council

This table summarizes current governmental and health system-level policies, actions, and initiatives led, co-ordinated, or funded by the national health ministry, National Health Service, or national research funding body, as appropriate. We recognize

that relevant additional initiatives led or funded by other stakeholders (including scientific and professional societies, patient organizations, and charities) exist in some countries.

ARVC, arrhythmogenic right ventricular cardiomyopathy; CM, cardiomyopathy; CVD, cardiovascular disease; HCM, hypertrophic cardiomyopathy; NCD, non-communicable diseases; NHS, National Health Service; SCD, sudden cardiac death.

cardiomyopathy, and restrictive cardiomyopathy.2 Patients and families
should have reimbursed access to genetic counselling by a suitably
trained healthcare professional (before and after testing) to help
them deal with the potential implications of these tests. Indeed, genetic
counselling is recommended for everyone with an inherited or sus-
pected inherited cardiomyopathy, regardless of whether they decide
to undergo testing.

Promoting family screening is vital to drive early diagnosis.
First-degree relatives of the patients should be offered clinical screen-
ing, with genetic testing offered if a disease-causing variant has been
identified in the index patient.” Genetic testing of family members
can be cost-effective, by excluding the presence of genetic variants
and thereby avoiding the need for follow-up.

Despite the increasing recognition of their impact, genetic counsel-
ling and testing are often underused,>® with substantial variations be-
tween and within countries, creating disparities in access. According
to a systematic review and meta-analysis, only half to three-quarters
of patients with hypertrophic cardiomyopathy and their relatives
undergo genetic testing or cascade screening, and the uptake of genetic
counselling is highly variable, despite being associated with high satisfac-
tion and improved patient-reported outcomes.” Other estimates
suggest that overall genetic testing is performed in only 1%-2% of
cardiomyopathy cases.? Further variations exist in the availability of pre-
natal or pre-implantation genetic diagnosis to inform family planning.’

Policy actions necessary to ensure appropriate access to genetic test-
ing and counselling (Figure 1) include measures to promote adherence
to ESC clinical guidelines, policies and resourcing that support
reimbursement based on guidelines, and sufficient resourcing to provide
adequate levels of genetic workforce and laboratory capacity—something
few countries achieve at present.'®

Leveraging the value of genetics and other disease management ad-
vances also requires investment in systems for collection, analysis, and
sharing of good-quality, harmonized, secure data to help optimize indi-
vidual patient care, drive quality improvement, and support research
and innovation.

Supporting and empowering
patients and families

Cardiomyopathies can present many challenges for patients and fam-
ilies, including morbidity, fears about sudden cardiac death, implications
for daily activities, and concerns about inheritance. Holistic psychosocial
support is therefore an important part of multidisciplinary cardiomyop-
athy care.

Patients and carers play key roles in managing their conditions.
National actions are necessary to empower them through measures
that promote shared decision-making and self-care, including providing
them with access and control over their own electronic health data
(Figure 1). More broadly, empowerment efforts should extend to pa-
tients and carers’ involvement in decision-making regarding relevant
healthcare policies, services, technologies, and research priorities.
Policymakers should recognize and promote the role played by patient
organizations in these matters.

National measures should also include campaigns to raise public
awareness of inherited cardiovascular diseases, including cardiomyop-
athies, and associated symptoms and risks. Promoting public training
in cardiopulmonary resuscitation and the use of automated external de-
fibrillators is also vital, coupled with adequate and equitable access to
these devices in public spaces.
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Early diagnosis

*  Professional education and decision-
support tools (including primary care)

* Regular cardiovascular health checks
based on a life-course approach

*  Family screening for cardiomyopathy
among patients’ close family members
(including genetic testing, counselling
and support)

« Raising public awareness of heart
failure and cardiomyopathy
manifestations

Access to specialist cardiology care

»  Best practices sharing on efficient
referral pathways, organisational
models, workforce resourcing and
digital infrastructures to ensure
prompt access to multidisciplinary
care led by cardiologists with
expertise in cardiomyopathies

Disease management

+  Cardiomyopathy guidelines
implementation and adherence
(education, decision-support tools,
audit, and benchmarking)

» Resourcing relevant workforces and
infrastructures

*  Reimbursement of recommended
investigations (including cardiac
magnetic resonance and genetic
testing) and treatment approaches

Holistic support

* Patients’ and carers’ access to
a holistic assessment of
cardiomyopathy impact

* Access to relevant supportive
care and reimbursed interventions
(including psychosocial and
psychological)

*  Promote work of patient organisations

Empowering patients and carers

»  Shared decision-making and self-care
for patients and carers (via education,
improved patient-physician
communication, transition care
programmes, and digital health tools)

» Patients’ and carers’ access to and
control over their personal electronic
health data

» Patients and carers’ involvement in
decision-making on relevant policies,
services, technologies, and research
(e.g. ethics committees)

*  Cardiopulmonary resuscitation among
public via training on and access to
automated external defibrillators

Research and innovation

* Research and innovation in
cardiomyopathies via projects in
defined priority areas

»  Suitable research infrastructures
(e.g. registries)

+ Suitable data-sharing policies
that facilitate health research in
collaboration with all relevant
stakeholders

Figure 1 Summary of measures that national-level policy and health system decision-makers should implement to improve care and support for pa-
tients affected by cardiomyopathies and other inherited cardiovascular diseases. These include measures at key stages of the care pathway (diagnosis,
referral, and disease management) and those that apply throughout all stages (holistic support for, and empowerment of patients and carers, and re-

search and innovation)

Conclusion

After decades of focus on coronary disease and its related risk factors, it
is time to concentrate efforts and resources on genetic diseases, which
are more prevalent than previously thought, disproportionately affect
the young, and now are potential targets for an increasing number of
innovative therapies. The Cardiomyopathies Matter initiative aims to
take an important step in this direction by informing policy changes
that improve outcomes for patients and families affected by cardiomy-
opathies, including inherited forms.

European Union—level measures already play a major role, including
support for the GUARD Heart European Reference Network and
research projects. We have recommended further EU-level measures,
including a Cardiovascular Health Mission and Action Plan, leveraging
the European Health Data Space, establishment of a European

Cardiovascular Health Data Knowledge Centre, alignment of data shar-
ing policies, and further research funding.*

We encourage cardiologists and allied healthcare professionals
across Europe to collaborate with patient organizations and policy-
makers at all levels to promote national health policies that ensure all
patients and families have access to guideline-informed care—
Cardiomyopathies Matter initiatives are now in progress in many coun-
tries to this end.

Acknowledgements

The authors thank Tomasz Hryniewiecki and Przemystaw Leszek
(National Institute of Cardiology, Warsaw, Poland) for the additional
information included in Table 1.



14

CardioPulse

Declarations

Disclosure of Interest

T.B. declares consulting fees from BMS and Alnylam; payment or honor-
aria for lectures, presentations, speakers bureaus, manuscript writing, or
educational events from Alnylam; and support for attending meetings
and/or travel (BMS). T.B. is a trustee of Cardiomyopathy UK and a mem-
ber of its Clinical Expert Advisory Group. P.G.-P. declares grants or con-
tracts from any entity (paid to institution) from Pfizer, Bridgebio,
NovoNordisk, AstraZeneca, Intellia, and Alnylam Pharmaceuticals;
consulting fees from BMS, Cytokinetics, Rocket Pharmaceuticals,
Lexeo, Pfizer, Bridgebio, Daiichi Sankyo, Neuroimmune, Alnylam
Pharmaceuticals, AstraZeneca, NovoNordisk, ATTRalus, Intellia,
Idoven, General Electric, and Alexion; payment or honoraria for lec-
tures, presentations, speakers bureaus, manuscript writing, or educa-
tional events from MS, Pfizer, Bridgebio, lonis Pharmaceuticals,
AstraZeneca, NovoNordisk, Intellia, and Alnylam Pharmaceuticals;
and support for attending meetings and/or travel from Pfizer and
Alnylam. S.M. declares payment or honoraria for lectures, presentations,
speakers bureaus, manuscript writing, or educational events from BMS.
E.C. declares consulting fees and support for attending meetings and/or
travel (paid to institution) from BMS. M.P. declares support for attending
meetings and/or travel (paid to institution) from BMS. P.T. declares sup-
port for attending meetings and/or travel (paid to institution) from BMS.
S.J. declares consulting fees from BMS and payment or honoraria for lec-
tures, presentations, speakers bureaus, manuscript writing, or educa-
tional events (to organization) from BMS. |.O. declares grants or
contracts (paid to institution) from BMS, Cytokinetics, Amicus,
Genzyme, Takeda, Tenaya, Rocket Pharma, Lexeo, Chiesi, Boston
Scientific, and Menarini International; consulting fees from BMS,
Cytokinetics, Amicus, Genzyme, Takeda, Chiesi, Rocket Pharma, and
Lexeo; payment or honoraria for lectures, presentations, speakers bur-
eaus, manuscript writing, or educational events from BMS and
Cytokinetics; support for attending meetings and/or travel from BMS,
Rocket Pharma, Cytokinetics, and Bayer; and participation on Data
Safety Monitoring Board or Advisory Board for BMS, Cytokinetics,
and Rocket Pharma. M.T.T. declares consulting fees from BMS and
Cytokenetics and participation on Data Safety Monitoring Board or
Advisory Board for BMS and Cytokinetics. ].N.T. declares consulting
fees from Abbott, AstraZeneca, BMS, and Novartis and support for at-
tending meetings and/or travel from AstraZeneca. R.V. declares support
for attending meetings and/or travel from BMS and participation on
Data Safety Monitoring Board or Advisory Board for Holland Hybrid
Heart, Arena-Prime, and RegMedXB. R.V. is co-founder of LMNA
Cardiac Foundation. S.T. declares support for attending meetings
and/or travel (paid to institution) from BMS and Merck/MSD. T.F.
declares support for attending meetings and/or travel (paid to institu-
tion) from BMS. L.B. is a senior advisor at Dentons Global Advisors.
Dentons Global Advisors provides the secretariat function for the
Cardiomyopathies Matter Secretariat, which is funded by BMS.

Funding

Cardiomyopathies Matter is funded by Bristol Myers Squibb. Nothing con-
tained herein is intended, nor should be interpreted, to promote BMS nor
any BMS product or agent. Editorial control for this article rests with the
authors. Cardiomyopathies Matter is currently working to extend its funder
base to involve additional partners.

Notes

Cardiomyopathies Matter initiative contributors: Teofila (Tootie) Bueser
(South East Genomic Medicine Service Alliance, Guy’s & St Thomas’
NHS Foundation Trust and North Thames Genomic Medicine Service
Alliance, Great Ormond Street Hospital NHS Foundation Trust,
London, UK), Ester Costafreda [Asociacion para Pacientes y Familiares
con Sindromes Arritmicos relacionados con la Muerte Stbita (SAMS),
Spain], Tomas Fajardo (Cardioalanza, Spain), Pablo Garcia-Pavia
(Inherited Cardiac Diseases and Heart Failure Unit, Department of
Cardiology, Hospital Universitario Puerta de Hierro and Centro
Nacional de Investigaciones Cardiovasculares (CNIC), Madrid, Spain),
Stefan Janssens (Department of Cardiovascular Diseases, University
Hospitals Leuven, Leuven, Belgium), Hugo Katus (Department of
Internal Medicine lll—Cardiology, Angiology, and Pulmonology,
Heidelberg University Hospital, Heidelberg, Germany), Stellan M&rner
(Department of Public Health and Clinical Medicine, Umed University,
Ume3d, Sweden), lacopo Olivotto (Department of Experimental and
Clinical Medicine, University of Florence and Meyer University Children
Hospital, Florence, Italy), Matteo Pinciroli [Cardiomyopathy Patient
Council, Global Heart Hub and ltalian Association for the Study and
Research of Cardiomyopathies (AICARM)], Sean Taylor (World Heart
Federation, Geneva, Switzerland), Maria T. Tome Esteban
(Cardiovascular Clinical Academic Group, Inherited Cardiac Condition
Service, St George’s Hospital NHS Foundation Trust and St George’s
University of London, London, UK), Patricia Tiramani (Global Heart
Hub, Galway, Ireland), Jean-Noél Trochu (Thorax Institute, Heart Failure
and Cardiomyopathies Unit, University Hospital, Nantes, France), Rogier
Veltrop (LMNA Lab Mechanobiochemistry and Cardiac Cell Signalling,
Cardiovascular Research Institute Maastricht, Maastricht University, and
LMNA Cardiac Foundation, Maastricht, The Netherlands), Lee Baker
(Cardiomyopathies Matter Secretariat, Brussels, Belgium).

References
1. Luengo-Fernandez R, Walli-Attaei M, Gray A, Torbica A, Maggioni AP, Huculeci R, et al.
Economic burden of cardiovascular diseases in the European Union: a population-based
cost study. Eur Heart | 2023;44:4752—67 https:/doi.org/10.1093/eurheartj/ehad583

. Arbelo E, Protonotarios A, Gimeno JR, Arbustini E, Barriales-Villa R, Basso C, et al. 2023
ESC guidelines for the management of cardiomyopathies. Eur Heart | 2023;44:3503-26.
https:/doi.org/10.1093/eurheartj/ehad194

. McKenna W, Judge DP. Epidemiology of the inherited cardiomyopathies. Nat Rev

Cardiol 2021;18:22-36. https:/doi.org/10.1038/s41569-020-0428-2

Cardiomyopathies Matter: a Policy Roadmap to improve cardiomyopathy detection

and care in Europe. 2022. www.cardiomyopathiesmatter.org (14 March 2024, date

last accessed).

. Argiro A, DingJ, Adler E. Gene therapy for heart failure and cardiomyopathies. Rev Esp
Cardiol (Engl Ed) 2023;76:1042-54. https:/doi.org/10.1016/j.rec.2023.06.009

. Helis T, Elliott P, Koskenvuo JW, Gimeno JR, Tavazzi L, Tendera M, et al. ESC EORP

Cardiomyopathy Registry: real-life practice of genetic counselling and testing in adult

cardiomyopathy patients. ESC Heart Fail 2020;7:3013-21. https:/doi.org/10.1002/

ehf2.12925

Cirino AL, Harris SL, Murad AM, Hansen B, Malinowski J, Natoli JL, et al. The uptake and

utility of genetic testing and genetic counseling for hypertrophic cardiomyopathy—a

systematic review and meta-analysis. | Genet Couns 2022;31:1290-05. https:/doi.org/

10.1002/jgc4.1604

. Morales A, Moretz C, Ren S, Smith E, Callis TE, Hall T, et al. Real-world genetic testing
utilization among patients with cardiomyopathy. Circ Genom Precis Med 2024;17:
€004028. https:/doi.org/10.1161/CIRCGEN.122.004028

. Duguet AM, Boyer-Beviere B. Preimplantation genetic diagnosis: the situation in France
and in other European countries. Eur | Health Law 2017;24:160-74. https:/doi.org/10.
1163/15718093-12420347

10. Abacan M, Alsubaie L, Barlow-Stewart K, Caanen B, Cordier C, Courtney E, et al. The

global state of the genetic counseling profession. Eur | Hum Genet 2019;27:183-97.
https:/doi.org/10.1038/541431-018-0252-x

N

w

B

w

o

~

oo

Ned


https://doi.org/10.1093/eurheartj/ehad583
https://doi.org/10.1093/eurheartj/ehad194
https://doi.org/10.1038/s41569-020-0428-2
https://www.cardiomyopathiesmatter.org
https://doi.org/10.1016/j.rec.2023.06.009
https://doi.org/10.1002/ehf2.12925
https://doi.org/10.1002/ehf2.12925
https://doi.org/10.1002/jgc4.1604
https://doi.org/10.1002/jgc4.1604
https://doi.org/10.1161/CIRCGEN.122.004028
https://doi.org/10.1163/15718093-12420347
https://doi.org/10.1163/15718093-12420347
https://doi.org/10.1038/s41431-018-0252-x

	Family matters: health policies to tackle cardiomyopathies across Europe
	Introduction
	Promoting efficient referral to expert care
	Realizing the value of genetics in optimizing patient care and early diagnosis
	Supporting and empowering patients and families
	Conclusion
	Acknowledgements
	Declarations
	Disclosure of Interest

	Funding
	Notes
	References


