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Abstract
The Covid-19 pandemic has not only outlined the importance of using evidence in the healthcare policy making process but also the complexity that exists between policymakers and the scientific community. As a matter of fact, scientific data is just one of many other concurrent factors, including economic, social and cultural, that may provide the rationale for policy making. The pandemic has also raised citizens’ awareness and represented an unprecedented moment of willingness to access and understand the evidence underpinning health policies.
This commentary provides policy recommendations to improve evidence-based policy making in health, through the lens of a young generation of public policy students and future policymakers, enrolled in a 24-hour course at Sciences Po Paris entitled “Evidence-based policy-making in health: theory and practice(s)”.
Four out of 11 recommendations were prioritised and presented in this commentary which target both policymakers and the scientific community to make better use of evidence-based policy making in health. First, policy makers and scientists should build trusting partnerships with citizens and engage them, especially those facing our target health care issues or systems. Second, while artificial intelligence raises new opportunities in healthcare, its use in contexts of uncertainty should be addressed by policymakers in terms of liability and ethics. Third, conflicts of interest must be disclosed as much as possible and effectively managed to (re) build a trust relationship between policymakers, the scientific community and citizens, implying the need for risk management tools and cross border disclosure mechanisms. Last, well-designed and secure health information systems need to be implemented, following the FAIR (findable, accessible, interoperable and reusable) principles for health data. This will take us a step further from data to ‘policy wisdom’.
Overall, these recommendations identified and formulated by students highlight some key issues that need to be rethought in the health policy cycle through elements like institutional incentives, cultural changes and dialogue between policy makers and the scientific community. This input from a younger generation of students highlights the importance of making the conversation on evidence-based policy making in health accessible to all generations and backgrounds.
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Background
The Covid-19 pandemic has magnified the complexities of the healthcare policy making process, and in particular, the interactions between policymakers and the scientific community. Despite the importance and impact of health policies on the general public, most people, including the young generation, are not able to access and understand information on the details of the scientific analysis underpinning those policies or the process to translate scientific data to policy making. In this commentary, a group of graduate students identified and discussed some of the key issues to improve the approach to set evidence informed health policies considering the diminishing trust of citizens towards policy organisations due to the current infodemic.
As a matter of fact, the trust of citizens in science and policy making has been heavily impacted in the face of a new “infodemic”, as described by Tedros Adhanom Ghebreyesus [1], the Director General of the World Health Organisation, with the increase of fake news spreading faster and faster, fueling a climate of mistrust regarding both science and policymakers. Moreover, the notion of a ‘social contract’ uniting citizens and the State on the basis of the application of measures promoted by governments has again emerged and is said to be strained in the context of Covid and in particular following numerous waves and virus variants, which have called for constantly modified restrictions [2].
Consequently, the impact of the Covid-19 pandemic on society resulted in more people wanting to understand the scientific analysis and rationale behind the policies especially when there are large variations in how the data is interpreted in different countries and how countries have responded to it. It has shown that scientific evidence is just one of many other concurrent factors, including economic, social, psychological and cultural, that may influence the political decision-making process. The policy making process therefore consists of arbitrations between the desirable, possible and acceptable for society [3].
The production, effective dissemination and use of research in healthcare policy making is hence a complex and multifaceted process but above all a means to strengthen interactions and mutual understanding not only between policymakers and the scientific community but also between these stakeholders and the general population.
This commentary provides policy recommendations to improve evidence-based policy making in health, through the lens of a young generation of public policy students, which target both policymakers and the scientific community.
Methods
These initial observations coupled with introductory content on the main definitions, concepts and stakeholders of evidence-based policy making (EBPM) in health were the starting point for a A group of 12 graduate students from diverse academic backgrounds including biostatistics, political science, law, economy, sociology and gender studies, got acquainted with definitions, concepts and stakeholders of EBPM in health through a 24-hour course at Sciences Po Paris entitled “Evidence-based policy-making in health: theory and practice(s)”.
In groups of two, students developed a total of 11 policy recommendations, built on presentations provided by renowned thematic experts during the course, literature review and grey literature search as well as their personal experiences. All recommendations were cross checked for quality, coherence and references by other pairs of students. The resulting set of recommendations provide a totally new lense to EBPM in health as they emerge from a very young generation of students born in the late 1990s with the majority having just started first professional experiences in the policy field. Their recommendations, valid both at the international and national level, are targeted both at policymakers and the scientific community to work together towards a more qualitative approach to knowledge co-creation and more effective policy-practice feedback loops, as well as a clearer definition of all steps of health research agendas and uptake of results into policy. Students prioritised four out of eleven recommendations, highlighting the key elements to work for improved EBPM in health, which are presented here.
Results
First, rebuilding trust in health policy making amongst citizens should be a priority. Citizens should be placed at the core of EBPM through the reinforcement of their mandate as actors of innovation. For example, this can be achieved through the institutionalisation of data altruism practices, making their data available for secondary use purposes while remaining under their control, in the respect of the General Data Protection Regulation (GDPR), security and privacy concerns.
Further, in the framework of health democracy, citizens become directly involved in the design and adoption of national health priorities as proven in the context of the revision of the French bioethics law, where a public consultation has been conducted involving patient associations and advocacy organisations [4]. Such practices should be generalised, especially regarding ethics-related issues, despite being resource-intensive. They allow citizens to be represented in the democratic public debate and the policy making process to make their needs heard, including the complexity of patient experiences, not always known by policymakers. Representation can also include and sensitise the wider population through online or workshop consultations, juries and open democracy discussions in order to better inform stakeholders about ongoing initiatives and have them express their views. For example, public consultations are a common tool in the preparation of all major European Union (EU)-level directives and regulations.
While the outcomes of such public opinions may not be unconditionally binding for policymakers, consultations and the justification of having considered citizen views should be mandatory in the health decision-making process. Nonetheless, achieving citizen involvement takes time and effort is necessary to convince citizens of the value of their involvement and encourage them to take part in it. The institutionalization of citizen involvement therefore needs to come along with the building of a culture of trust both in science and policy making. This is already part of the DNA of political systems in some countries from lowest school age (i.e. Nordic countries like Denmark), ensuring that citizen’s input is obtained, visible, transparently considered and used.
On this basis, EBPM, if employed fully, may strengthen the trust of citizens and their adherence to health policies. Citizens themselves are increasingly considered ‘actors of innovation’ as providers of evidence themselves, i.e. through participation in clinical trials or active data sharing. For example, evidence clearly and consistently shows that rare disease patients, regardless of the severity of their disease and their socio-demographic profile, are supportive of data sharing to foster research and improve healthcare [5] which may result in better policy making.
Secondly, citizens’ trust in science and policymakers needs to be ensured not only by an increased involvement in the decision making process but also by a strong and transparent regulation regarding EBPM tools. Indeed, the development of artificial intelligence (AI) driven healthcare has raised new opportunities and challenges to the healthcare policy and decision-making process. While AI has enabled healthcare actors to save time and provide more targeted and effective interventions to patients worldwide, evidence is still limited on their long-term implications, but from an organisational, financial and public health perspective, many health technologies are still under the process of development. The adoption of AI-based software in healthcare and digital therapeutics (DTx) have recently raised the question of liability [6]. In a context in which algorithms keep learning, there is still no consensus regarding the liability doctrine for DTx as there is for the adoption of medicines and medical devices. In order for AI to be a relevant tool to support decision-making in the context of uncertainty and evolving science, its development needs to be accompanied by incentives for policymakers and public sector officials to partake in evidence-based policy making and ethics courses. These could be provided nationally but also internationally, with guidance from the newly established WHO Academy which could include EBPM as one of its priorities.
Overall, data is a crucial element to research algorithms understanding and evaluation but is not always made available to policymakers. Therefore, health data accessibility needs to be increased and the current lack of transparency in data management processes addressed through the promotion of open-source solutions, allowing more transparency of how algorithms are developed. These recommendations apply both to the public and the private sector.
Third, transparency should not only concern data management processes but conflicts of interest (COI) in health as well. COI may influence outcomes in medical practice, education and research, which constitute the main material for policymakers in the decision-making process. They may also directly bias policy making, when policymakers are directly influenced as it is still a widespread practice with 72% of the guidelines issued in the US being elaborated with members of committees in charge of these guidelines having financial ties with the pharmaceutical and device industries for example [7]. Addressing COI is a priority in guaranteeing patients and society’s trust in research and science in general.
Effectively managing COIs relies on the implementation of ban and restriction measures surrounding the participation of decision-making bodies depending on circumstances assessed through a risk-management approach. Potential conflicts of interest should not be damned per se as they are part of every professional’s life, but their existence should be made more transparent through the development of international standards and the generalisation of disclosures as promoted by a new initiatives, such as “Euro for Docs”, that should be reproduced and implemented widely. Overall, governments both at the national and international level, including Horizon funding programmes for European countries, should massively increase funding for patient-centered research programmes to enable research free of any vested interests, or conflicts of interest.
Finally, these recommendations can only be achieved if there are strong health information systems in place. Moving from data to policy wisdom and better informed policy should therefore be our key guiding principle and a concrete translation of EBPM in health.
FAIR (findable, accessible, interoperable and reusable) health data principles, initiatives, implementation practices, and lessons learned in the FAIRification process can meaningfully support both evidence based clinical practice and research transparency [8]. Data driven policy relies on the creation of universal guidelines for the architecture of strong health information systems which should include citizen associations in their governance structure, as is the case of the French Health Data Hub [9] at the national level or sought by regional projects, such as TEHDAS (Towards European Health Data Space). Overall, the development of strong health information systems needs to be an objective shared by all stakeholders across borders to improve EBPM in health.
Conclusion
A wider development and widespread use of EBPM in health policies could lead to increased trust of citizens in science and health policies. Involving citizens in initiatives that allow them to take part in the policy making process alongside with scientists and policy makers, could improve their understanding and support of using evidence for policy making in health. Such a momentum should be accompanied by measures ensuring the transparent, ethical and innovative use of data ranging from its collection, to the management, exploitation, analysis and use in policies.
The policy recommendations highlight the need to rethink the health policy making cycle, to adopt a more critical eye of how health policy and decisions are being made and what type of evidence is being mobilised. Institutional incentives promoting evidence supply for academics for example need to be accompanied by political incentives to lead evidence-based policies. Nevertheless, for evidence-based policies to be implemented, incentives need to be accompanied by a mindset change among policymakers who should increasingly seek evidence-based health knowledge whilst understanding that doubt and uncertainty are part of science and that scientific evidence takes time as well as for scientists to seek intelligibility and usability for the political process. This mutual understanding of all the stakeholders of the policy making process has to be fostered by trust-reinstauring elements such as the wider inclusion of citizens in the decision-making process and a larger transparency regarding conflicts of interests [10]. EBPM in health cannot exist without strong evidence conveyed by strong health information systems allowing a shift from data to wisdom.
Through these recommendations emerging with input from a younger generation of students, we also intend to demonstrate the importance and relevance of engaging individuals from different backgrounds, nationalities and age groups, specifically the younger generation in EBPM. We hypothesize that this in the long-term also increases engagement and participation in clinical research. As a perspective, we would like to highlight the importance of making the conversation on EBPM accessible not only to senior experts but also to the next generation, and the importance of taking onboard their suggestions for the policies of tomorrow.
Acknowledgements
Christine Berling, Lisa Bero, Petronille Bogaert, Marie Delnord, Jonathan Desponds, Yann Le Cam, Laureen Majed, Saara Malkamäki, Anusha Panjwani, Cécile Petitgand, Ana Rath, Rosie Richards, Wannes Van Hoof, Louisa Zanoun, Imane Zidi.

Authors’ contributions
MF and LS organized the structure and drafted the article. MN substantially revised the manuscript. All authors were involved in the conception of the recommendations. All authors approved the submitted manuscript and have agreed both to be personally accountable for the author’s own contributions and to ensure that questions related to the accuracy or integrity of any part of the work, even ones in which the author was not personally involved, are appropriately investigated, resolved, and the resolution documented in the literature.

Funding
Not applicable (no funding was received to write this article).

Availability of data and materials
Not applicable.

Declarations
Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.


References
	1.
Adhanom Ghebreyesus T. Munich Security Conference Speech. WHO. 2020. Available from: https://​www.​who.​int/​director-general/​speeches/​detail/​munich-security-conference. Cited 2021 Dec 10.

	2.
Onishi N, Méheut C, Gallois L. Omicron strains France’s social contract on Covid. The New York Times. 2021; Available from: https://​www.​nytimes.​com/​2021/​12/​31/​world/​europe/​covid-france-omicron-vaccines.​html. Cited 2022 Jan 7.

	3.
Papon P. La démocratie a-t-elle besoin de la science? Paris: CNRS Éditions; 2020.

	4.
National Consultative Ethics Committee. Report from the National Consultative Ethics Committee. 2018. Available from: https://​www.​vie-publique.​fr/​rapport/​37417-etats-generaux-de-la-bioethique-rapport-synthese.

	5.
Courbier S, Dimond R, Bros-Facer V. Share and protect our health data: an evidence based approach to rare disease patients’ perspectives on data sharing and data protection - quantitative survey and recommendations. Orphanet J Rare Dis. 2019;14:175. https://​doi.​org/​10.​1186/​s13023-019-1123-4 Cited 2022 Jan 7.CrossrefPubMedPubMedCentral

	6.
Cohen IG, Amarasingham R, Shah A, Xie B, Lo B. The legal and ethical concerns that Arise from using complex predictive analytics in health care. Health Affairs. 2014;33:1139–47 Available from: https://​www.​healthaffairs.​org/​doi/​10.​1377/​hlthaff.​2014.​0048. Cited 2022 Jan 7.Crossref

	7.
Moynihan R, Albarqouni L, Nangla C, Dunn AG, Lexchin J, Bero L. Financial ties between leaders of influential US professional medical associations and industry: cross sectional study. BMJ. 2020;369:m1505 Available from: https://​www.​bmj.​com/​content/​369/​bmj.​m1505. Cited 2022 Jan 7.Crossref

	8.
Inau ET, Sack J, Waltemath D, Zeleke AA. Initiatives, Concepts, and implementation practices of FAIR (findable, accessible, interoperable, and reusable) data principles in health data stewardship practice: protocol for a scoping review. JMIR Res Protoc. 2021;10:e22505 Available from: https://​www.​researchprotocol​s.​org/​2021/​2/​e22505. Cited 2022 Jan 7.Crossref

	9.
The Health Data Hub is constituted as a public interest group, whose constituent agreement was approved by ministerial decree on 29 November 2019. The group brings together 56 stakeholders presented in the decree. It implements the major strategic orientations relating to the National Health Data System (SNDS) set by the State, in particular the Ministry of Solidarity and Health. Decree of November 29, 2019, approving an amendment to the constituent agreement of the "National Institute for Health Data" public interest grouping creating the "Health Data Platform" public interest grouping. 2019. https://​www.​legifrance.​gouv.​fr/​jorf/​id/​JORFTEXT00003943​3105. cited 2021 Dec 19.

	10.
Thacker PD. Conflicts of interest among the UK government’s covid-19 advisers. BMJ. 2020:m4716 Available from: https://​www.​bmj.​com/​lookup/​doi/​10.​1136/​bmj.​m4716. Cited 2022 Apr 16.



Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		Evidence based policy making during times of uncertainty through the lens of future policy makers: four recommendations to harmonise and guide health policy making in the future


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/css/sidebar.gif





