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ABSTRACT regulatory issues related to submission to the European
Commission, are complex. To help WGs to gain expert advice
from agencies with specific know-how, the ERA-EDTA has
adopted a competitive approach. The best research projects pro-
posed by WGs and consortia of other European investigators
will receive seed funding to cover the costs of consultancy by ex-
mote kidney research funding in Europe, the European Renal P ert agencies. Via its br(.)ader. platforms, the EKHA anq j[he
Association — European Dialysis and Transplant Association BMA’ the ].ERA'EDTA will strive towards broader re'cognm(.m
(ERA-EDTA), rather than acting as an individual society advo- of kidney disease and related.clusters of gon-comn?unlcable dis-
cating for the fight against kidney disease, has actively helped to ~ €35¢% b}_' .Europ.ean and.natlonal agencies, as major thr.eats to
create an alliance of national associations centred on kidney dis- the qualities of life of their populations and their economies.
eases, the European Kidney Health Alliance (EKHA), and Keywords: CKD, funding, kidney, research, scientific societies
joined the Biomedical Alliance (BMA). The ERA-EDTA is fully

commiitted to supporting its working groups (WGs) and con-

sortia of its members to allow them to produce valuable kidney ~ Histor ically, the advancement of science has been supported by

research. The framing and formalization of projects, and the  affluent individuals or families, and investigators have rarely
been self-sustaining. Galileo’s discoveries were funded mainly

Medical societies have a social responsibility to disseminate
knowledge and inform health authorities on threats to public
health posed by various diseases. Advocacy for health protec-
tion programmes and for medical research funding is now em-
bedded into the missions of most scientific societies. To pro-

© The Author(s) 2020. Published by Oxford University Press on behalf of ERA-EDTA. All rights reserved.

=
=
=
es!
2=




by wealthy individuals while Darwin’s voyage to the Galapagos
islands was, in part, paid for out of his own pocket. Today, over
$1 trillion per year are spent worldwide on sustaining research
[1] and medicine is one of the most financially demanding re-
search areas. In 2014, health research absorbed about 45% of
the US government’s total investment in research and develop-
ment [2]. In general, health projects of public interest are
mainly sustained by governments and foundations, while re-
search into treatment is conducted almost exclusively by indus-
try. In 2018, drug companies spent $44.2 billion on funding for
clinical trials [3], which was about one-third of the whole health
budget of the National Health Service in the UK in the same
year [4].

On a worldwide scale, the prevalence of chronic kidney
disease (CKD) is 9.1% (Figure 1) [5, 6]. In 2017, 1.2 million
deaths from CKD were registered and mortality increased by
41.5% between 1990 and 2017 in the face of a stable back-
ground mortality rate [5]. CKD is one of the most rapidly ad-
vancing diseases on the list of the world’s most deadly
conditions, and mortality associated with it is expected to rise
by a factor of two, advancing CKD from number 16 in 2016
to number 5 by 2040 [7]. Over the last 27 years, the preva-
lence of CKD worldwide has hardly declined, in contrast to
many other important non-communicable diseases (NCDs)
[5]. Unfortunately, the global burden of kidney disease has
long been overlooked by the World Health Organization
(WHO) and no specific goals to limit the CKD epidemic
have been established by this organization so far [8]. NCDs
as a whole are health conditions with the largest imbalances
between disability-adjusted life years and research investment
[9]. Among NCDs, scientific advancements in biotechnology
and in ‘omic’ sciences have produced breakthroughs in oncol-
ogy and cardiology, but basic and clinical research on kidney
disease has lagged behind over the last decade [10].
Nephrology is probably the specialty that produces the lowest
number of randomized clinical trials and quality concerns
have been expressed regarding trials focusing on kidney dis-
eases [11]. Europe lacks Clinical Trial Service Units (CTSUs)
that could coordinate network-based clinical studies and

support clinicians. Such CTSUs exist in other parts of the
world such as Australia, Canada and the USA, and have al-
ready contributed to our understanding of treatments for
NCDs. Clearly, at this time juncture, there is a need to maxi-
mize efforts aimed at promoting effective collaborations be-
tween kidney investigators involved in clinical and
translational research to sustain the growth of the specialty
(Box 1). Gaps in therapeutic advancements in nephrology
have been made clear in analyses made by CenterWatch [10].
In 2019, investment in research from the National Institutes
of Health (NIH) in the USA amounted to $11.1 billion for
cancer, $3.0 billion for Human Immunodeficiency Virus and
$5.2 billion for cardiovascular disease, but only $680 million
for kidney diseases [12]. Solving the problem of adequately
funding kidney research is crucial if we are to effectively
counter the CKD epidemic, as well as acute kidney injury,
which is a frequent cause of CKD [13] and is considered by
some to represent a continuum with CKD [14]. The corona-
virus disease 2019 (COVID-19) pandemic has painfully ex-
posed a number of weaknesses in our current medical
research funding models. While allotting adequate funding
for the development of a vaccine against the group of corona-
viruses would have had a high cost, it would have prevented
the present financial crisis, which will cost much more. Of
course, the financial impact of CKD is less dramatic, but it is
still costly, and is continuous rather than temporary.

IMPORTANCE AND COMPLEXITY OF
MEDICAL RESEARCH FUNDING

Scientific discoveries are a product of the intellectual capital of
society. Funding is fundamental to nurture such capital. For
medicine, decisions about research funding are extraordinarily
complex because financially demanding resources need to be al-
located for the production of knowledge related to human
health at all levels, from basic science to clinical science and pre-
vention (Box 2). In 2012, $119 billion was spent on medical re-
search in the USA and $82 billion in European countries, and
most of this investment came from industry, 59% in the USA

Key numbers about CKD and CKD research

» World prevalence 9.1%
* 1.2 million deaths from CKD in 2017
By 2040, CKD will be the fifth highest
cause of death in the world population

WHO

The WHO has not
established specific goals
for limiting the CKD
epidemic so far

In 2019 the investment in research by the NIH
amounted to $11.1 billion for cancer, $5.2 billion
for cardiovascular disease but only $680 million

for kidney diseases

FIGURE 1: Key numbers relating to CKD and CKD research.
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Multicentre interventional studies with better trial de-
sign, and therefore a higher probability that the mea-
sured outcomes will aligned with measurable differences
to patient care:

* Development of novel tests and technologies for im-
proved patient care, e.g. artificial intelligence.

* Ability to achieve translation from ‘bench to bedside’
more quickly.

* Expansion of the nephrology workforce with better
training.

* Decisions about research funding in medicine are dif-
ficult because financially demanding resources need
to be allocated for the production of knowledge re-
lated to human health at all levels, from basic science
to clinical science and prevention.

* Public research funding should have adequate time

projections and be prioritized on the basis of the pre-

sent and future (predicted) epidemiological impact of
diseases on human health, at a national or interna-
tional level.

The actual investment in research and its distribution

over time should be calibrated against the complexity

of the research goals.

and 65% in Europe [15]. To effectively support scientific
advancements in biomedicine, medical research funding should
have adequate time projections and should be prioritized on
the basis of the present and future (predicted) epidemiological
impacts of diseases on human health, at national or interna-
tional levels, and the potential impacts of the resulting prod-
ucts on outcomes, quality of life and societal costs. Indeed,
whereas almost all other research products are subject to lib-
eral rules of price-setting regulated by supply and demand, for
therapies a third party, i.e. social security, and as a conse-
quence society at large, is often involved. The actual invest-
ment in research and its distribution over time should be
calibrated against the complexity of the research goals. These
factors (robustness of the investment, duration of funding
and complexity of the questions being investigated) will dic-
tate the organization of the research and the sizes of the net-
works needed. For example, nanotechnology is needed to
produce nanostructured materials for drug delivery and
therefore clinicians, pharmacologists in particular, need to es-
tablish strong collaborations with nanotechnology experts.
Bioartificial organ development, which is now being actively
pursued to find more efficient alternatives to traditional dialy-
sis treatment, necessitates close collaboration between cell

Funding kidney research as a public health priority

biologists and polymer chemists to generate the scaffolds on
which cells will be seeded [16].

Public research funding

Globalization has broken down national barriers. There is
now a highly mobile population that travels all continents, which
is exposed to and may spread old and new pandemics, as in the
case of COVID-19. Health disasters do and will continue to oc-
cur, while environmental problems including pollution are on
the rise. Therefore, society as a whole should be prepared to face
such threats to human health by funding appropriate research
programmes to predict and prevent pandemics, for timely
responses to health disasters and to mitigate environmental pol-
lution (Box 3). Public models of research funding, like those pro-
vided by the NIH or by the European Commission and various
corresponding national agencies, supply most of the funding
needed to tackle major health threats. These institutes and agen-
cies divert substantial economic resources to biomedical research
that would be very difficult to obtain by alternative sources.
However, the public model, which is based on periodic research
calls, depends on economic cycles, with funding being increased
during periods of economic growth and vice versa. These mech-
anisms are based on intense competition for financial resources,
whereby not all relevant proposals are funded. Negative eco-
nomic cycles produce even more uncertainty and instability in
medical research [17]. Furthermore, in the past, funding for clin-
ical research has been squeezed out of general healthcare provi-
sion [18] rather than a separate source. If medical research is the
intellectual capital infrastructure for healthcare systems, it needs
to be directly funded because no improvements to human health
can be realized without research. Investment in infrastructure is
the inescapable prerequisite for the stimulation of the economic
growth of states and public prosperity. Likewise, the intellectual
infrastructures of health systems need to be nurtured to improve
human health. Therefore, it is fundamental that we cushion the
effects of economic cycles and prejudicially eliminate competi-
tion for funding in medical research and healthcare if we are to
maximize the health returns of medical research. In this respect,
the California model stands out as being uniquely innovative. In
2004, an effective communication plan was launched to explain
the need for innovative medical research funding strategies to
the public [17]. In the same year, bonds totalling $3 billion for
the funding of medical research and $3 billion to pay interest on
the same bonds over 35 years were issued. This was a farsighted
and successful programme, with long-term projections that have
insulated research funding from fluctuating economic cycles in
California [17].

In European countries, healthcare systems are funded by na-
tional governments, while the medical research is funded both by
national governments and, increasingly so, by the European
Commission. Over the last 6 years, the European Union (EU)
has provided almost €80 billion in funding for the Horizon 2020
research programme (2014-20). Such European framework pro-
grammes have grown to over four times the amount provided in
2006 [19], and are planned to grow further in the eighth pro-
gramme, called Horizon Europe [20]. Over the same period of
time, the amount of internal research funding committed by
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* Society should be prepared to face threats to human
health (e.g. environmental pollution and epidemics)
by funding appropriate research programmes for the
prediction and prevention of epidemics, for timely
responses to health disasters and to mitigate environ-
mental pollution.

Public models of research funding, like those pro-
vided by the US NIH or by the European
Commission and the various corresponding national
agencies, supply most of the funding needed to tackle
major health threats.

The public model, which is based on periodic re-
search calls, depends on economic cycles, with fund-
ing being increased during periods of economic
growth and vice versa.

Cushioning the effect of economic cycles on medical
research is essential to ensure the continuity of scien-
tific advancement.

national governments has either remained stable or dwindled.
For example in Italy, global medical research funding (including
private funding) in 2016 totalled just €2.6 billion [21].

Private research funding

The development of a basic understanding of a disease or of
biochemical pathways that are disrupted in disease states is a
prerequisite to drug development. In addition to investigations
conducted in academic institutes, many such studies in research
laboratories are funded by industry. Furthermore, pharmaceuti-
cal companies fund the bulk of clinical trials. This kind of in-
dustrial funding is fundamental to provide the evidence upon
which medical practice is based, but has the inherent problem
of conflict of interest. Understandably, the main interest of the
pharmaceutical industry is the ability to achieve financial
returns, a goal that may not always coincide with the of provi-
sion of robust scientific underpinning. At least 40 primary stud-
ies, and a variety of systematic reviews and meta-analyses, have
documented the fact that industry-favouring results are more
likely in trials funded by pharmaceutical companies [22]. The
problem is in the public domain and is openly discussed in the
media. Safeguards like adaptations in the training of ethics com-
mittees, and improved scrutiny by regulatory bodies like the US
Food and Drug Administration or the European Medicines
Agency, regarding the ethical implications of clinical trials being
sponsored by industry are increasingly applied. On the other
hand, it should be recognized that investigator-initiated clinical
trials are not immune to problems such as adequate funding,
regulatory issues and trial oversight, and suboptimal expertise
in statistics and data management [23]. In addition, in recent
years, we have seen a rise in the availability of overly expensive
drugs for orphan diseases [24], for which (for obvious reasons)
it is difficult to provide a solid evidence base. This practice
imposes increasing pressure on regulators, forcing them to
withdraw resources from sometimes more justified
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interventions. If not reimbursed, an additional risk of inequity
is imposed, whereby some people may be able to gain access to
a therapy and while others may not (for example, because of
better income or a better social network allowing
crowdfunding).

Thus, there is a need for independent (i.e. not industry-
sponsored) health economic research to be conducted on every
drug entering the market that stringently assesses societal bene-
fit and cost-effectiveness. Furthermore, regulators, supported
by ethicists and health economists, need to open up conversa-
tions with industry to provide a sound ethical framework.

Foundations

With the exception of large charitable institutions like the
Bill and Melinda Gates Foundation, support to research by
foundations tends to focus on the domains of organ-specific
institutions. In the area of kidney disease, foundations like the
US National Kidney Foundation [25] represent an independent
source of research funding in the USA. Such foundations are
sparse in Europe and, in general, pursue limited goals. In this
respect, The Netherlands is a notable exception. Indeed, since
1968 the Dutch Kidney Foundation (DKF) (Nierstichting
Nederland) has achieved effective funding of selected research
programmes conceived by kidney disease investigators in its
country [26]. In 2018, the DKF launched Beating Kidney
Disease (Nierziekte de Baas), involving a variety of stakeholders
that included kidney patients, to develop an ambitious national
strategic agenda to the improve outcomes and quality of life of
kidney patients [27]. Based on four main pillars (prevention,
patient quality of life, personalized medicine and regenerative
medicine), it is now being considered for presentation to the
Directorate-General for Health of the European Commission,
to be rolled out, after adjustment, in the coming years through-
out the EU.

SCIENTIFIC SOCIETIES: AT THE INTERFACE
BETWEEN INVESTIGATORS AND FUNDING
BODIES

Mechanisms of research funding by major governmental and
philanthropic organizations are diverse, poorly defined and are
often not transparent [28]. Medical societies have the social re-
sponsibility of disseminating knowledge about the threats to
public health posed by various diseases and informing health
authorities of the risks posed by the same diseases (Box 4).
These societies produce analyses and documents that are useful
for interactions with health agencies, and governmental bodies,
concerning general or particular aspects of human health that
require priority attention. These documents represent an im-
portant source of knowledge and a sound basis for the lobbying
of governments to promote research programmes that may ad-
vance the field, and improve general and/or particular aspects
of human health.As alluded to before, the global burden of
CKD is an increasing concern in both economically developed
and developing countries [5]. For this reason, the International
Society of Nephrology has begun an important initiative to per-
suade the WHO of the urgency of including CKD in the 2030
global action plan for the prevention and control of NCDs [8].

C. Zoccali et al.
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* Medical societies have the social responsibility of dis-
seminating knowledge regarding the threats to public
health posed by the various diseases and informing
health authorities of the risks posed by them.

* Advocacy for health protection programmes and for
medical research funding is now embedded into the
mission of most scientific societies.

In the USA, kidney research funding reached an all-time low
in 2013 [29]. About 20years ago, the American Society of
Nephrology (ASN) initiated advocacy activities to promote kid-
ney research and public funding for CKD in the USA. From
2010 onwards, the costs of these activities by the ASN gradually
increased to $200 000 in 2019 [30]. Thanks to the ASN’s
actions, in March 2018 Congress approved an increase in fund-
ing of over $2 billion for kidney research [31], and last July
President Trump signed an executive order to reform the US
End-Stage Kidney Disease treatment industry. This order is
expected to create new payment models and facilitate kidney
transplantation and home dialysis [32]. Furthermore, in 2012,
the US Food and Drug Administration (FDA) and the ASN cre-
ated the Kidney Health Initiative (KHI), a public-private part-
nership that aims to stimulate innovative approaches to the
optimization of drugs and devices to improve the future of kid-
ney patients, including their safety [33], by bringing together
regulators, patients, academic and non-academic nephrologists,
and other governmental agencies [10]. The KHI now includes
five government partners—the Centers for Disease Control, the
FDA, the NIH, Veterans Affairs and the Center for Medicare—
11 foundations and patient associations, 31 drug companies, 19
device manufacturers, 7 dialysis providers, 10 research organi-
zations, and 4 not-for-profit, digital health and artificial intelli-
gence companies. In 2018, the KHI launched a technology
roadmap for innovative approaches to renal replacement ther-
apy to stimulate an internationally oriented, multidisciplinary
approach to solution development for kidney patients. The KHI
aims to realize the possibility of a portable/wearable and ulti-
mately regenerated kidney [34].

The European Renal Association — European Dialysis
and Transplant Association

The European Renal Association — European Dialysis and
Transplant Association (ERA-EDTA) operates in the geopoliti-
cally complex EU, which includes 27 member states, but also
serves non-EU countries in Europe or bordering Europe and
the Mediterranean. While in the USA—a true federation of
states—the Federal Government has access to a broad array of
tax revenues, the EU is largely dependent on what the member
states contribute, which is only about 1% of their Gross
Domestic Product. As a consequence, the EU’s yearly budget is
only a fraction of that of the USA. Thus, the potential for the
EU to fund research is inherently limited compared with the sit-
uation in the USA. In Europe, public research largely relies on
funding provided at country level. Mainly due to the negative

Funding kidney research as a public health priority

economic cycle that started in 2007, government budget alloca-
tions for research and development as percentages of state
expenditures declined quite substantially from 2000 to 2014 in
the Netherlands (—0.9%), Belgium (—1.1%), France (—1.3%),
the UK (—3.7%), Italy (—5.2%) and Spain (—5.3%) [35].

In this difficult environment, since 2005 the ERA-EDTA has
invested over €3 million in seven research projects selected via a
competitive process, some of which are still ongoing. Among
these projects, the Validation of the Oxford classification of IgA
(VALIGA) study [36] has had a major impact on the way the
most common form of glomerulonephritis, IgA nephropathy, is
diagnosed histologically and has provided unique information
on the prognostic value of kidney histology for kidney out-
comes. The Cardiovascular Morbidity in Children with
Chronic Kidney Disease (4C) study [37], a project focusing on
cardiovascular disease in children based on data from 54 aca-
demic institutions, has generated unique information on this
fundamental issue and published over 30 papers in major ne-
phrology and internal medicine journals. However, due to the
current financial climate, no additional investments of this kind
are likely to be made by the society in the foreseeable future.
Therefore, to promote kidney research funding in Europe, the
ERA-EDTA has explored alternative possibilities (Figure 2).
Rather than acting as an individual society to advocate for the
fight against kidney disease, it is actively helping to create an al-
liance between national and international associations focused
on kidney diseases, the European Kidney Health Alliance
(EKHA), and has joined the Biomedical Alliance (BMA). These
alliances are key for advocacy at the level of the European
Commission and the European Parliament on the urgency of
funding kidney research. Furthermore, the ERA-EDTA, via its
Scientific Advisory Board (SAB), offers competitive fellowships
to stimulate its working groups (WGs) to develop research net-
works that will initiate valuable projects focusing on priority
themes that can be submitted for funding by the European
Commission and other funding bodies.

The EKHA. The EKHA, created in 2007, is an association
that includes as full members the ERA-EDTA and three other
international and national societies focusing on kidney diseases,
namely the European Kidney Patients’ Federation (EKPF), the
European Dialysis and Transplant Nurses Association/
European Renal Care Association (EDTNA/ERCA) and the
DKEF, in addition to a number of affiliated members, which are
national stakeholder organizations representing not only neph-
rologists but also patients and foundations [38]. The EKHA
works on the principle that the prevention and treatment of
kidney diseases should be based on a shared vision at European
level, and strives to achieve optimal quality of care and patient
quality of life at affordable societal cost, with outreach to all
valid candidates. The EKHA has established links with 19
Members of the European Parliament (MEP) that form the
MEP Group for Kidney Health, a group of European politicians
from 10 countries that is committed to improving policy
responses to the growing burden of kidney disease in Europe.
Interaction with the European Commission and the European
Parliament has been quite successful and, starting from 2015, in
early spring of each year the EKHA has organized ‘the
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FIGURE 2: The ERA-EDTA and research organization and funding.

European Kidney Forum’ event held at the European
Parliament. At this event, EKHA members, the MEP Group for
Kidney Health, other MEPs, European and national adminis-
trators, and other stakeholders openly discuss priority kidney
care issues. The EKHA has published recommendations that
aim to help European and national policy makers understand
and design kidney health policies [39], including prevention
and early detection, choice of treatment, access to transplanta-
tion and treatment, and reimbursement strategies [38]. The
EKHA has also contributed to several publications on policy
and regulatory measures related to kidney disease [40-42]. A
proposal by the EKHA, the ‘Effect of Differing Kidney Disease
Treatment  Modalities and Organ Donation and
Transplantation Practices on Health Expenditure and Patient
Outcomes (EDITH)’, a project including 15 European coun-
tries, has been awarded €1 million [43] and is approaching its
conclusion together with the disclosure of its first results. The
project is assessing disparities in access to renal replacement
therapy throughout Europe and the reasons for them. Finally,
the EKHA was commissioned by the EU to convene a
Thematic Network of stakeholders to offer recommendations
to the European Commission on how to improve organ dona-
tion and transplantation throughout the EU, which resulted in
a Joint Statement on the issue [44]. To provide information to
the EKHA Board on perceived research needs regarding CKD
in Europe, the ERA-EDTA has created a Nephrology and
Public Health Committee, and this Committee recently formu-
lated a series of proposals to stimulate research collaboration on
CKD in adults and children in Europe [45]. The EKHA is also a
member and currently holds the chair of the European Chronic
Diseases Alliance (ECDA), an EU advocacy platform of 11 soci-
eties involved with the broad spectrum of interrelated NCDs,
which affect about 75% of the adult European population [46].
the ECDA’s focus is essentially on prevention and lifestyle
measures.

The BMA. 1In 2019 the ERA-EDTA joined the BMA. This is
a large alliance of over 30 leading European medical societies
covering almost the full range of medical specialties, and aggre-
gating >400 000 investigators and clinicians [47]. The mission
of this association is to speak with a common voice to help the
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growth of biomedical research in Europe. The BMA facilitates
the training and mobility of investigators and clinicians in
Europe, and aims to improve public understanding of medical
research in Europe. The alliance is a strong advocate for in-
creased funding in favour of biomedical research to promote
excellence and improve health in European countries. The
BMA calls on the European Institutions to increase the total
Horizon Europe budget to at least €120-125 billion, and to ded-
icate 25-30% of the Horizon Europe budget to biomedical and
health-related research. The alliance also aims to develop a
long-term vision and strategy through the creation of a
European Council for Health Research. Furthermore, the BMA
is a European Medicine Stakeholder and, as such, it is consulted
by the European Medicines Agency on themes related to the
specific expertise of its member societies. The richness of com-
petencies and knowledge among BMA medical societies is vast
and includes the European Society of Cardiology, the European
Association for the Study of Diabetes, the European
Association for the Study of Obesity, the European Society of
Endocrinology, the European Federation of Immunology socie-
ties, the European Respiratory Society and other societies that
may share a proximate interest in kidney diseases with the
ERA-EDTA. Thus, within the BMA, unique opportunities for
large-scale collaborations and ambitious projects exist for inves-
tigators of various origins that are interested in kidney research.

The ERA-EDTA WGs and seed funding. To stimulate sci-
entific collaboration among its members, in 2009 the ERA-
EDTA created WGs in various areas of kidney research, from
glomerulonephritis to diabetes, nutrition, metabolic bone disor-
ders and cardiovascular risk in CKD. These WGs are transna-
tional networks overseen by the SAB that share common
interests in themes related to kidney diseases, and that pursue
common research and educational activities in their area of ex-
pertise. There are currently eight WGs [48] that have produced
a continuous flow of publications in major journals including
The Lancet, Nature Reviews Nephrology, the Journal of the
American  Society of Nephrology, Kidney International,
Nephrology Dialysis Transplantation [49-52] and other ne-
phrology journals. The ERA-EDTA is fully committed at sup-
porting its WGs and consortia of European kidney disease
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investigators to allow them to produce valuable research on
these diseases. To facilitate interaction, in October 2019 a spe-
cial event was organized in Vienna, the Scientific Educational
and Interaction Day, where the WGs had the opportunity to
discuss issues related to the development of shared research
projects and set the basis for the creation of effective research
consortia. The framing and formalization of projects, and the
regulatory issues related to submission to the European
Commission are complex. Therefore, WGs need expert advice
from agencies with specific know-how on how to frame
project-related administrative issues. With this in mind, the
ERA-EDTA council has decided to provide seed funding to
cover the costs of consultancy from expert agencies. This novel
approach has facilitated the creation of two large research con-
sortia composed of institutions and investigators with diverse
expertise. The first is a project that aims investigating the com-
plex links between the kidneys and the brain. Understanding
these links is a priority if we are to reduce cognitive problems
related to CKD. Consequently, in March 2020 the European
Commission decided to fund the project as a Cooperation in
Science & Technology (COST) Action. COST funding enables
researchers to set up interdisciplinary research networks,
thereby enabling the establishment of synergies with EU-
funded research projects. The second consortium aims to im-
prove the identification and clinical management of CKD using
real-world data from European healthcare agencies, registries
and cohorts. Using a comparative health systems approach, it is
using machine learning algorithms and artificial intelligence
programmes to investigate the patient trajectory from primary
to specialist care in different settings. Thus, the provision of
seed funding to WGs and consortia of European investigators
has the potential to stimulate research on kidney diseases and
maximize the channelling of funds towards kidney research.
Within the budgetary limits fixed by the ERA-EDTA Council, a
yearly, competitive call will be made for investigators to submit
research projects that are potentially fundable by the European
Commission to the SAB. The SAB will evaluate these projects
and the most meritorious will be awarded the seed money
needed for expert consultancy on submission-related issues to
the European Commission by the Council.

CONCLUSION

Funding patterns and mechanisms of funding by major health
organizations remain poorly defined. Transparency and priori-
tization issues need to be addressed. Raising the awareness of
governmental bodies and agencies responsible for health re-
search funding about the burdens of various diseases is of para-
mount importance for improvement of the allocation of
funding. In this respect, kidney research remains largely under-
funded in Europe, as it was in the USA until 2years ago.
Scientific societies can play an important role in interacting
with funding bodies in order to optimize the allocation of re-
search funding in Europe. In this respect, initiatives based on
solid epidemiological data about the burdens of diseases via
large multispecialty alliances are more likely to be successful
than efforts by single scientific or patient associations. In addi-
tion, societies dealing with NCDs including CKD should join

Funding kidney research as a public health priority

forces in advocacy and research planning when their aims over-
lap. In the case of kidney disease, diabetes, hypertension and
cardiovascular disease traditionally come to mind, but cancer,
liver disease and even pulmonary disorders are also linked to
kidney disease [35]. Efforts should not be restricted to tradi-
tional basic and clinical research topics, but also to health eco-
nomics, patient quality of life and prevention. The ERA-EDTA
has already adopted this approach to help increase the funding
of kidney research in Europe. In addition, the ERA-EDTA will
support meritorious proposals with the initial seed funding
needed to optimize how projects are framed prior their submis-
sion to the European Commission.

Via its broader platforms, the EKHA and the BMA, the
ERA-EDTA will also strive to achieve broader recognition by
the EU and national agencies that kidney disease, and a related
clusters of NCDs, are major threats to the qualities of life of
their populations and economies. Whereas acute problems, like
the current COVID-19 epidemic, necessitated immediate and
transnational action, it should be noted that those most severely
affected by COVID-19 have been those with comorbid condi-
tions, namely NCDs as a whole [53], but also more specifically
patients with CKD [54]. Thus, for the reasons explained in this
article, it is essential that these diseases gain the attention that
they deserve.
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