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A survey of national ethics and bioethics committees

Johannes Kohler? Andreas Alois Reis® & Abha Saxena“

Objective To assess the current state of national ethics committees and the challenges they face.

Methods We surveyed national ethics committees between 30 January and 21 February 2018.

Findings In total, representatives of 87 of 146 national ethics committees (59.6%) participated. The 84 countries covered were in all World
Bank income categories and all World Health Organization regions. Many national ethics committees lack resources and face challenges in
several domains, like independence, funding or efficacy. Only 40.2% (35/87) of committees expressed no concerns about independence.
Almost a quarter (21/87) of committees did not make any ethics recommendations to their governments in 2017, and the median number
of reports, opinions or recommendations issued was only two per committee. Seventy-two (82.7%) national ethics committees included

a philosopher or a bioethicist.

Conclusion National ethics (or bioethics) committees provide recommendations and guidance to governments and the public, thereby
ensuring that public policies are informed by ethical concerns. Although the task is seemingly straightforward, implementation reveals
numerous difficulties. Particularly in times of great uncertainty, such as during the current coronavirus disease 2019 pandemic, governments
would be well advised to base their actions not only on technical considerations but also on the ethical guidance provided by a national
ethics committee. We found that, if the advice of national ethics committees is to matter, they must be legally mandated, independent,
diverse in membership, transparent and sufficiently funded to be effective and visible.

Abstracts in G HF13Z, Francais, Pycckuii and Espaiiol at the end of each article.

Introduction

Emerging technologies such as gene editing and artificial
intelligence touch upon the fundamental question of what
it means to be human. The innovative use of data and social
media to improve public health questions the very notions of
privacy and confidentiality. And global events, such as climate
change, environmental disasters and disease outbreaks, raise
concerns about access to resources and their equitable use.
The ethical consequences of these developments can lead to
social and societal tensions — especially in an unequal world
undergoing rapid demographic change. Crafting effective poli-
cies, laws and regulations in response to these developments,
while considering their varied social, cultural, political and
historical contexts and the ethical dilemmas raised, is far from
easy. In pluralistic societies, public opinion must be taken
into consideration. Consequently, governments need robust
mechanisms for managing bioethical issues that reflect the
diverse opinions not only of scientists but also of physicians,
lawyers, philosophers, laypeople, communities and other
individuals who can advise policy-makers and governments
on the best course of action. Together, they can identify and
clarify the values at stake and the ethical principles that must
be upheld. To be credible, such mechanisms must ensure
that divergent views are acknowledged and that a consensus
is achieved in a systematic fashion that involves transparent
ethical reasoning in accordance with pre-established rules.
Intuitive as this idea sounds, such mechanisms were not
implemented systematically until relatively recently, partly
because scientists and physicians had a professional resistance
to external scrutiny.'”

The principal mechanism adopted by countries to tackle
these issues is the national ethics committee, also termed the

national ethics commission or national bioethics committee or
commission. The United States of America (USA) established
such a committee through the 1974 National Research Act, one
of whose functions was to “undertake a comprehensive study
of the ethical, social, and legal implications of advances in bio-
medical and behavioral research and technology”.* Elsewhere,
progress was slow. In Europe, France was first to establish a
national ethics committee in 1983. Since 1992, committees
in Europe have been facilitated by the European Conference
of National Ethics Committees, which is sponsored by the
Council of Europe.” In most European countries, committees
were eventually inscribed into law. The form and level of activ-
ity of these committees depend on the sociopolitical context
in which they operate — most are advisory. National ethics
committees are usually mandated through a juridical process,
they contribute to discussions in both the public domain and
parliament, and information about their function and activi-
ties is widely available. In low- and middle-income countries
where no comparable regional catalyser existed, it was a 2005
declaration by the United Nations Educational, Scientific and
Cultural Organization (UNESCO) that urged countries to de-
velop independent, multidisciplinary and pluralistic national
ethics committees (Box 1).° Today, UNESCO provides support
through the Assisting Bioethics Committees programme by
working with ministries and government to establish com-
mittees in countries requesting assistance.

Establishing national ethics committees is merely the
first step — the greater challenge is to increase their capacity
to be independent, pluralistic, enquiring bodies able to give
sustainable advice to governments and the public. As Gefenas
& Lukaseviciene point out,” “It is important to ensure that the
new institutions are not established merely to comply formally
with the recommendation to create a national committee but,
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rather, that they satisfy genuine needs to
deal with urgent and country-specific
bioethical concerns”. The struggles of na-
tional ethics committees, particularly in
low- and middle-income countries, have
been debated and discussed at biennial
Global Summits of National Bioethics
Committees. These Global Summits pro-
vide an opportunity for representatives
of national ethics committees to share
information and experiences and to
deliberate on a wide range of prominent
ethical topics. Since 2004, the World
Health Organization (WHO) has pro-
vided a permanent secretariat for these
events. In that time, the team at WHO
has been involved in supporting national
ethics committees to host these events
and in working with representatives of
committees from different countries,
including countries looking to establish
a national ethics committee. This experi-
ence has given the team a unique insight
into the issues and challenges facing
these committees.

Although some literature is avail-
able on national ethics committees in
specific countries or regions and some
globally relevant background informa-
tion exists,””'* there is a lack of up-to-
date empirical data on," for example, the
needs and strengths of national ethics
committees internationally, particularly
those in low- and middle-income coun-
tries.” Given the vital role these commit-
tees play in providing independent, well
founded ethical advice to government
and the public on key issues, it is crucial
we understand the challenges they face
and the conditions under which these
committees can thrive. Consequently,
we explored the current state of na-
tional ethics committees worldwide by
carrying out a survey of committee
representatives. Based on the findings
of that survey, we discuss here the key
challenges national ethics committees
face today and how, in our opinion, their
sustained success can be ensured.

Methods

A research protocol was drafted and
modified following comments from
two independent reviewers. We carried
out a cross-sectional survey, which was
administered in English through WHO’s
version of LimeSurvey (LimeSurvey
GmbH, Hamburg, Germany), a free,
open-source online-survey application.
Data were collected between 30 January
and 21 February 2018. We contacted
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Box 1.UNESCO universal declaration on bioethics and human rights®

Article 19 — Ethics committees

Independent, multidisciplinary and pluralist ethics committees should be established, promoted

and supported at the appropriate level to:

(i) assess the relevant ethical, legal, scientific and social issues related to research projects

involving human beings;

(ii) provide advice on ethical problems in clinical settings;

(iii) assess scientific and technological developments, formulate recommendations and
contribute to the preparation of guidelines on issues within the scope of this declaration; and

(iv) foster debate, education and public awareness of, and engagement in, bioethics.

UNESCO: United Nations Educational, Scientific and Cultural Organization.

representatives of 146 national ethics
committees by email and invited them
to take part. The analysis was conducted
using LimeSurvey’s built-in statistical
functions and Microsoft Excel 2010 with
the Analysis ToolPak (Microsoft Cor-
poration, Redmond, USA). Given the
sensitivity of the information obtained,
we refrained from publishing data that
could identify individual national ethics
committees. All participants provided
informed consent and the study was ex-
empted from review by WHO’s research
ethics review committee.

Results

Representatives of 87 of 146 national
ethics committees (59.6%), who came
from 84 countries, agreed to participate
in the survey (Fig. 1). Countries were
classified according to their World Bank
income group:" participants came from
16 of 34 low-income countries, 22 of 47
lower-middle-income countries, 19 of
56 upper-middle-income countries and
27 of 81 high-income countries.

A summary of the survey’s findings
are presented in Table 1, Table 2 and
Fig. 2. The full findings are available
from the online data repository.'® In
particular, national ethics committees
were asked to rate the relevance of vari-
ous challenges to their committee on a
4-point Likert scale (Fig. 3).

Our survey provides data on na-
tional ethics committees across all
World Bank income categories and
all WHO regions. However, we can-
not guarantee that we contacted every
existing national ethics committee. In
addition, the self-reporting nature of
the survey is a limitation.

Discussion

Current advances in science and tech-
nology, such as big data, artificial intel-
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ligence and gene editing, share some
common characteristics: they are highly
complex, tend to demand a global per-
spective (and response), and develop
rapidly. Although many classical ethical
issues, for example euthanasia and abor-
tion, can be dealt with nationally within
a clear jurisdiction (although “medical
tourism” does occur), a range of current
issues tend — by their very nature - not
to respect national boundaries. Data
are harvested and exploited across
countries and genetically engineered
plants and animals cross frontiers just
as easily. Similarly, global events, such
as pandemics and major disasters, raise
complex issues of cross-border solidar-
ity juxtaposed with the protection of
national interests, the sharing of data,
samples and resources, travel and trade
restrictions, and possible stigmatization
of entire countries. Where they exist, na-
tional ethics committees seem to be the
obvious choice to meet these challenge.

Role and function of national
ethics committees

Although the role and function of
national ethics committees vary be-
tween countries, it is generally agreed
that committees must operate under a
national mandate and systematically
provide guidance and advice to policy-
makers, governments and the public on
the ethical dimensions of: (i) advances
in health sciences; (ii) advances in life
sciences; and (iii) innovative health
policies.”” Responses to our survey and
discussions with the chairs of national
ethics committees corroborate this view.
The committees” other roles (e.g. at a
global level) follow from this primary
responsibility. In many low- and middle-
income countries, limited bioethics
capacity has often resulted in the man-
date of existing national research ethics
committees being expanded to include
reviewing and advising on bioethical
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issues. Conversely, our survey reveals
that some established and recognized
national ethics committees may perform
only the functions of a national research
ethics committee.

There is a consensus that national
ethics committees must be multidisci-
plinary to ensure a multitude of views
and opinions is taken on board, includ-
ing those of laypersons. However, the
role of bioethicists in these committees
can be contentious. Bioethics expertise
on committees has been criticized from
the viewpoint that it may serve hidden
interests or rely on dogmatic ideologies.
Moreover, there are epistemological
concerns.” Many critics maintain that
bioethicists represent the interests of
scientists and industry;'® others question
whether expertise in ethical or moral
matters even exists and, if so, what im-
plications such expertise has for ethics
committees.'”~* In our opinion, it might
be helpful to have at least one bioethicist
on the committee who can challenge,
explain and justify arguments, positions
and decisions and help with reasoning.
Our survey revealed that 82.7% (72/87)
of national ethics committees included
a philosopher or a bioethicist. Gender
imbalance is also pertinent: there is
scope for committees to improve the
representation of women, which would
ensure more gender-balanced discus-
sions, while also supporting progress
towards the United Nations’ sustainable
development goals.”* The underrepre-
sentation of women has been argued
to be particularly troubling as modern
bioethics disproportionately concerns
women’s bodies.”

Although national ethics commit-
tees provide a widespread means of in-
stitutionalizing ethics, it does not follow
that governments of countries without
such a committee do not incorporate
ethics into their policies. Many govern-
ments establish ad hoc committees or
commissions to provide guidance on
specific policy issues or include ethics in
health technology assessments.***” How-
ever, some commentators claim that
the latter approach has not been very
successful.”® Whether or not a national
ethics committee is the right model for
all countries is a difficult question. Still,
assuming that such a mechanism is bet-
ter at fostering consistency, transparency
and accountability than ad hoc commit-
tees or commissions seems reasonable.
Moreover, international collaborations
and networking function better between

Research

National ethics committees

Table 1. Selected results, survey of 87 national ethics committees, 84 countries, 2018

Parameter® Value
General (n = 87)
Affiliation, no. of committees (%)
Ministry of health 48 (55.2)
Government 25(28.7)
Ministry of education 10 (11.5)
UNESCO 10(11.5)
Establishment, no. of committees (%)
Legal act 46 (52.9)
Government 41 (47.1)
Links to government, no. of committees (%)
Appointment of members 61 (70.1)
Funding 56 (64.4)
Premises 46 (52.9)
Appointment of chair 41 (47.1)
Under direct governmental oversight 15(17.2)
Membership (n = 87)
Members, median (IQR) 15 (12-20)
Female members, median (IQR) 6 (4-8.25)
Members'background, no. of committees (%)
Medicine 85(97.7)
Ethics or philosophy (academia) 72 (82.8)
Law 67 (77.0)
Other social sciences 63 (724)
Activity (n = 87)
Meetings each year, median (IQR) 8(3.75-12)
Publications of opinions, reports, policy recommendations or a 2(0.5-5.5)
combination (no.),> median (IQR)
Involvement in preparation of work and decisions, no. of committees (%)
Receipt of expert technical advice 77 (88.5)
Literature reviews 72 (82.8)
Stakeholder hearings 58 (66.7)
Public consultations 29 (33.3)
Decision-making method, no. of committees (%)
Consensus only 45 (51.7)
Voting only 9(10.3)
Both or mixed 31(35.6)
Contributions to:
health-related laws and regulations, median (IQR) 0-2)
health-related policies, median (IQR) 1(0-3)
Funding
Proportion of funding coming from government,© median (range) 90 (0-100)
(n=282)
Number of sources, no. of committees (%) (n = 74)
> 1 30 (40.5)
>2 8(10.8)
Secretariat
Secretariat available, no. of committees (%) (n = 87) 79 (90.8)
Funding of secretariat, no. of committees (%) (n = 79)
Directly by government 42 (53.2)
Through committee’s operational budget 24 (30.4)
Review fee 3(3.8)
Parliament 2(2.5)
Tasks, no. of committees (%) (n = 79)
Organizing meetings 72(91.1)
Preparing responses 60 (75.9)
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(.. .continued)

Parameter® Value
Preparing written opinions, reports and policy recommendations 56 (70.9)
Staff (no.), median (IQR) 3(2-5)
Full-time equivalent employees
Available, median (IQR) 2(1-35)
Needed, median (IQR) 4 (2-5.5)
Ratio of staff available to staff needed,” average 0.65
Committees whose needs were met (i.e. ratio: > 1), no. (%) (n = 77) 12 (15.6)
Compensation of staff, no. of committees (%) (n = 79)
Fixed salary 50 (63.3)
Attendance fee 13 (16.5)
Reimbursement of travel costs 22(27.8)
No financial compensation 15(19.0)
Public relations and engagement (n = 87)
Annual press releases,® median (IQR) 0(0-2)
Cooperation with broadcast media (no. occasions),” median (IQR) 1.5(0-3.25)
No press releases and no cooperation with broadcast media, no. of 31(35.6)

committees (%)

Estimated proportion of bioethics topics involving the committee in 2017 that were picked up

by the country’s media, no. of committees (%)
75-100%
50-74%
24-49%
0-24%
No estimate
Website used, no. of committees (%)
Own
Government
Social media use, no. of committees (%)
Facebook
Twitter
LinkedIn

8(9.2
4(4.6)
1(1.1)

IQR: interquartile range; UNESCO: United Nations Educational, Scientific and Cultural Organization.

* Full survey findings are available from the online data repository.'®

® Qverall, 24.1% (21/87) of committees published no opinions, reports or policy recommendations in 2017.
¢ The average proportion of funding that came from government was 58.9%.

4 The standard deviation was+0.79 and the range was 0-5.

¢ Qverall, 55.2% (48/87) of committees issued no press releases in 2017 and 12.6% (11/87) issued more

than four.

" Overall, 39.1% (34/87) of committees cooperated with broadcast media on no occasions, whereas 23.0%

(20/87) cooperated on more than four occasions

institutions with similar mandates. And,
unlike ad hoc mechanisms, national
ethics committees allow for constant
learning and development.

COVID-19: a case in point

The current coronavirus disease 2019
(COVID-19) pandemic starkly demon-
strates why national ethics committees
are needed. The pandemic raises numer-
ous complex ethical issues, ranging from
governance of the pandemic response,
the challenge of public and community
engagement, restrictions on individual
liberty and the identification and care
of vulnerable populations to the obli-
gations owed to health-care workers,
among many other issues. In these

142

highly uncertain times, governments
and the public alike crave competent
and balanced ethical advice. Encourag-
ingly, several national ethics committees
were able to quickly produce recom-
mendations. In Europe, for instance,
a dedicated website listed advisories
from 15 national ethics committees less
than 2 months after the pandemic was
declared.” The committees in many low-
and middle-income countries have been
less visible, as reported in a web-based
discussion organized by UNESCO in
May 2020 and as evidenced by the lack
of information on their websites.”* Al-
though ascribing any particular reason
for this lack of public visibility is diffi-
cult, it could be linked to a lack of capac-

Johannes Kohler et al.

ity, resources or motivation - 40-50% of
national ethics committees in our survey
reported moderate to severe challenges
in these areas (Fig. 3).

In general, national ethics commit-
tees’ advice on COVID-19 related to the
public health response (e.g. resource al-
location, contact tracing and treatment
access) and not to research generated by
the pandemic.”” Research governance
and the oversight of individual research
projects are not usually the purview of
national ethics committees. Research
conducted in the wake of the pandemic
raises its own ethical considerations,
not least the need for a timely ethics
review and an appropriate risk-benefit
analysis. These considerations are usu-
ally dealt with by national research ethic
committees or institutional ethics com-
mittees. Nonetheless, in Latin America,
a network of national ethics committees
was convened by UNESCO and devel-
oped an ethics advisory for biomedical
research.”

Challenges for national ethics
committees

Our survey revealed that many national
ethics committees suffer a general lack of
resources and face challenges in several
domains (Fig. 3). Here we discuss the
influence of these problems on key issues
such as sustainability, effectiveness, im-
pact, accountability and independence
and propose solutions.

Sustainability

Whether or not a national ethics com-
mittee is relevant, active and productive
in the long run is ultimately decisive for
its success or failure. It is critical that
committees: (i) have ethical expertise;
(ii) keep up to date on scientific and
technological progress; (iii) are con-
nected internationally; and (iv) are
able to react to new developments in
a timely manner, be it through expert
consultations, literature reviews or
international and regional networking
and collaboration.

Experience has shown and our
survey confirms, however, that many
national ethics committees struggle to
fulfil their roles. Evaluations of UNES-
CO’s Assisting Bioethics Committees
programme have found that established
committees frequently do not have sus-
tained backing from governments, in-
dependence or a pluralist make-up.”***
Their struggles can largely be attributed
to inadequate funding: committees can
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only function properly if they have the
means to pay, for example, for meetings,
administration, travel, training and
premises. It appears that, although many
governments have agreed (perhaps
under international pressure) to estab-
lish national ethics committees, their
commitment to providing adequate
resources for a well functioning and
vibrant committee is less than optimum.
In our opinion, and looking at European
models, national ethics committees that
have been established through a legal or
juridical process are more likely to be
sustainable over the long term because
a juridical process implies at least some
support from the public. Therefore, to
be sustainable, committees should ide-
ally be established through an inclusive
mechanism, involving broad public
consultation and appropriate legal safe-
guards, and be provided with adequate
resources.

Effectiveness

If the purpose of national ethics com-
mittees is to advise, then it is worry-
ing that almost a quarter (21/87) of
committees surveyed did not make
any ethics recommendations to their
governments in 2017. Moreover, the
median number of reports, opinions or
recommendations issued was only two
per committee (Table 1). Ultimately the
benchmark of a successful national eth-
ics committee should be: (i) its output
(i.e. recommendations and advisories);
and (ii) its effectiveness, namely, its in-
fluence on policy-making and legislation
and its contribution to public bioethics
education. Therefore, national ethics
committees must be set up to ensure
that law-makers seriously consider
their advice and committees should
strive to be visible through proactively
providing opinions and recommenda-
tions. Although measuring output in
terms of recommendations and other
publications might be straightforward,
gauging effectiveness is more difficult
and requires committees to individually
reflect on their own performance.

Political environment

We are aware that a national ethics
committee’s effectiveness does not
only depend on adequate resources:
the policy environment and the wider
context in which a committee is asked to
provide advice are critical. For instance,
how much of a country’s policy-making
is driven by values such as integrity,

Research
National ethics committees

Table 2. Funding sources of 74 national ethics committees, 72 countries, 2018

Funding source

No. of respondents (%)

Ranking of source (n = 87)

Mentioned

source*® (n =74)

First Second Third
Government 45(51.7) 8(9.2) 2(23) 55 (74.3)
Fees for protocol 15(17.2) 10(11.5) 0(0.0) 26 (35.1)
reviews
Parliament 5(5.7) 1(1.1) 6(8.1)
International 3) 1(1.) 8(10.8)
organizations
Other 3(3.4) 2(23) 2(23) 8(10.8)
Public institutions 2(23) 4(4.6) 1(1.1) 10 (13.5)
Charitable foundations 1(1.1) 1(1.1) 0(0.0) 3(4.1)
Industry 0(0.0) 0(0.0) 0(0.0) 1(1.4)
Private donors 0(0.0) 3(3.4) 1(1.) 5(6.8)
No response* 13(14.9) 57 (65.5) 79 (90.8) NA

NA: not applicable.

2 Only 85.1% (74/87) of respondents revealed their committees'financial sources.

b Respondents were asked to rank up to nine funding sources, hence number of times the sources are
mentioned can be higher than the sum of the ranks one to three.

¢ No response for the first rank means respondents did not want to reveal their financial sources. No
response for the second and third ranks means that these committees did not have more than one or two

sources of funding.

Fig. 2. Perceived importance of global and regional collaboration, survey of national

ethics committees, 84 countries, 2018

Global events and conferences —
Global networking—

Regional events and conferences

Type of collaboration

Regional networking —

0 20

Not important
mm Very important

40 60 80 100

Proportion of committees (%)

Minimally important ~ mm Moderately important

No response

Note: Full survey findings of the 87 committees are available from the online data repository.'®

competence, dignity, respect for human
rights and transparency? Although the
survey did not attempt to examine these
factors, we believe that, in a weak policy
environment, national ethics commit-
tees have an uphill task and may be more
effective if they increased their focus on
public engagement and strove to form
durable links between science, society
and policy-makers rather than attempt-
ing to advise policy-makers who may
have little or no regard for such advice.

Accountability, transparency and public
engagement

In the past, national ethics committees
have been heavily criticized for “mud-
dling through” without providing ethical
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justifications for their recommenda-
tions.” Committees should account for
their reccommendations, report how they
came to their conclusions and describe
the arguments underpinning their
recommendations. By making public
details of their composition, decision-
making processes, recommendations
and funding, national ethics commit-
tees can increase transparency, foster
relationships with the public and fulfil
the goal of informing the public about
ethical matters. These tasks should be
a central part of a committee’s mission
and must not be sidelined. Committees
should draw attention to topics that are
highly relevant to the general public, not
just to professional law-makers. Regret-
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Fig. 3. Challenges to committees, survey of national ethics committees, 84 countries,

2018

Insufficient funding —
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Lack of administrative support —

General lack of public interest in bioethical issues —|
Difficulty engaging with the public -

Lack of initial training of members —
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Difficulty finding practical solutions

Difficulty communicating results -

Difficulty obtaining necessary governmental approval —
Unavailability of members —|

Lack of motivation among members —|
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Difficulty with consensus decision-making —|

Difficulty maintaining confidentiality
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mm Moderate problem  mm Serious problem

..mHMIM”

Proportion of committees (%)

Minor problem
No response

Notes: We surveyed 87 committees. Representatives of national ethics committees rated challenges to

their committee using a 4-point Likert scale.

tably, our survey revealed that many
committees did not issue press releases,
nor did they engage with the broadcast
media. Likewise, social media use was
very low. Therefore, national ethics com-
mittees should invest in better public
engagement and strive to work more
effectively with the media. Creating and
disseminating educational material on
bioethics for a variety of audiences is
another possibility.*® Being visible to,
and appreciated by, the general public
will likely lead to more sustained atten-
tion from policy-makers.

Independence

National ethics committees should not
be politically controlled or sanctioned
for their decisions: they must remain
independent advisory bodies. In our
opinion, independence from govern-
ment, religious institutions, funding
bodies, industry and political groups,
among others, is key to the success and
credibility of committees as they are
generally expected to provide advice
on highly controversial and political
matters. One cannot expect national
ethics committees and their members
to provide rigorous and independent
ethical scrutiny if they fear any form
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of retaliation. However, committees
should not distance themselves from
governments: links to government can
provide privileged access to informa-
tion, raise the committee’s profile and
be politically useful.’ Committees must,
therefore, walk a fine line between prox-
imity to policy-makers and intellectual
and political independence. However, it
is not rare for governments to establish
a national ethics committee, appoint its
members and chair, provide funding
and premises, and exercise some form
of control. Only 40.2% (35/87) of com-
mittees surveyed expressed no concerns
about independence. Thus, determining
how independence is understood by dif-
ferent national ethics committees and
how it can be improved is important.
It may even be possible to arrive at a
universal agreement on what it means
to be an independent national ethics
committee.

Conclusion

Even though the term national ethics
committee subsumes distinct entities
around the globe, each with their own
issues, weaknesses and strong points,
there are common characteristics and

Johannes Kohler et al.

challenges. Given the vast scale and
societal significance of the issues dealt
with by these committees, global and
national efforts are required to raise
awareness that national ethics commit-
tees should be strengthened to enable
them to provide high-quality advice.
If national ethics committees and
their advice are to matter, they must
be legally mandated, independent, di-
verse in membership, transparent and
sufficiently funded to be effective and
visible. Governments might see ethics
committees as additional obstacles that
delay the implementation of policy but
that is perhaps preferable to the risk
that policy will be derailed after its
implementation because of the failure
to take societal values and preferences
into account. Especially in times of great
uncertainty when drastic measures must
be taken, such as during the COVID-19
pandemic, governments would be well
advised to base their actions not only on
technical considerations but also on the
ethical guidance provided by a national
ethics committee. Involving national
ethics committees will increase com-
pliance with public health measures by
engendering credibility and public trust
— assets most needed in such times. H
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Résumé

Enquéte sur les comités nationaux d'éthique et de bioéthique
Objectif Fvaluer I'état actuel des comités nationaux d'éthique et les
difficultés qu'ils rencontrent.

Méthodes Nous avons mené I'enquéte auprés des comités nationaux
d'éthique entre le 30 janvier et le 21 février 2018.

Résultats Au total, les représentants de 87 des 146 comités nationaux
d'éthique (59,6%) ont participé. Les 84 pays retenus étaient issus de
toutes les catégories de revenus définies par la Banque mondiale,
ainsi que de toutes les régions délimitées par I'Organisation mondiale
de la Santé. Nombre de ces comités manquent de ressources et
sont confrontés & des problemes dans divers domaines tels que
l'indépendance, le financement ou I'efficacité. Seulement 40,2%
(35/87) d'entre eux n'ont exprimé aucune inquiétude quant a leur
indépendance. Presque un quart (21/87) des sondés n'ont adressé
aucune recommandation éthique a leur gouvernement en 2017, et
le nombre médian de rapports, d'opinions ou de recommandations
publiés ne dépassait pas deux par comité. Pas moins de 72 (82,7%)
comités nationaux d'éthique incluaient dans leurs rangs un philosophe
ou un bioéthicien.

Conclusion Les comités nationaux d'éthique (ou de bioéthique)
émettent des recommandations et orientations pour les gouvernements
et les citoyens, afin que les politiques publiques tiennent compte
des enjeux éthiques. Bien que la tache paraisse simple, la mise en
ceuvre s'avere nettement plus compliquée. Au moment d'agir, les
gouvernements ont tout intérét a s'inspirer non seulement des
considérations techniques, mais aussi des conseils fournis par un comité
national d'éthique. A fortiori lorsque I'époque est marquée par une
grande incertitude, comme aujourd'hui avec la pandémie de maladie a
coronavirus 2019. Force est de constater que, pour que leurs avis pésent
dans la balance, les comités nationaux d'éthique doivent disposer d'un
mandat légal, étre indépendants et transparents, afficher une grande
diversité de membres, et étre dotés d'un budget suffisant pour garantir
leur efficacité et leur visibilité.
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Pesiome

WccnepoBaHmne HauMoOHaNbHbIX KOMUTETOB MO 3TUKE U 61o3TUKe

Lenb OueHnTb TEKyLlee COCTOAHNE HALMOHANbHBIX KOMUTETOB MO
3TUKE ¥ NPOO6IEMbI, C KOTOPbIMM OHW CTaNKMBAKOTCA.

MeToppl IccnegoBaHme cpeam HauMoHabHbIX KOMUTETOB MO TUKE
npoBoannoch B neproa ¢ 30 sHBaps no 21 ¢espans 2018 .
Pesynbtatbl Bcero 87 13 146 HauMOHaNbHLIX KOMUTETOB MO
3TUKe (59,6%) NPUHANK yYacTvie B UCCNIeA0BaHNM. YUacTBOBaBLUVE B
nccnenoBaHny 84 CTpaHbl NPeACcTaBNANM BCE KaTeropum JOXOA0B MO
oLeHKe BcemmpHoro 6aHKa 1 Bce peroHbl BcemmnpHo opraHmnsaumn
3ApaBoOXpaHeHMs. MHorve HalMoHanbHble KOMUTETBI MO STUKE
MCMBITHIBAIOT HEXBATKY PECYPCOB M MPobiembl B pAae Takux coep,
Kak HEe3aBWCKMMOCTb, GUMHAHCMpPOBaHUe 1K 3GGEKTUBHOCTb
paboThl. Tonbko 40,2% (35 13 87) KOMUTETOB 3aABWIM, YTO OHU He
MCMbITBIBAIOT MPOGIEM C TOUKM 3PEHIIA CBOE HE3aBUCUMOCTH. [ouTu
yeTBepTb (21 113 87) KOMUTETOB He faBan STUYECKINX peKoMeHAALUM
npasutenscteam B 2017 rofly, a CpefHee KONMYeCTBO OTYETOB,
MHEHWI VAN peKoMeHZALWNM, KOTOPble BbIMYCTU KaXAbli KOMUTET,
COCTaBWNO BCEro ABE enHNLIbl. B ceMmnaecaTn AByx HaLMOHanbHbIX
KomMMTeTax no 3Tuke (82,7%) B COCTaB BXOAMN CMEUManucT no
brnocodun nnm 6ro3Tnke.

BbiBoA HauvoOHanbHble KOMUTETBl MO 3TUKe (Mnn OUO3THKe)
HanpaBnAT PeKOMEHAALWM 1 [aI0T HaCTaBNEHWA NPaBUTENbCTBAM
1 00LeCTBEHHOCTY, barogapsa Yemy aTvyeckre npobnems
HaxXo[AT OTpaxeHne B OOLLECTBEHHOW MONUTYIKe. XOTA 3Ta 3afaya
npeacTaBnAeTCA BeCbMa MPOCTOW, ee OCyWeCTBeHVe CBA3aHO
C MHOTFOUMCIEHHBIMX CNIOXHOCTAMM. B 4acTHOCTK, B Mepuoms
6onblION HeonpefeneHHOCTH, HanpuMep BO Bpema TekyLlew
MaHAEMNY KOPOHaBUPYCHOW MHbeKUMK 2019 roaa, NpasuTenbCTBam
66110 Obl LenecoobpasHo AelcTBOBaTb He TOMbKO C YUYEeTOM
TEXHNUECKIX COOOPAKEHMIA, HO U C yUETOM STUUECKIMX PEKOMEHAALINIA
HaLMOHaIbHOrO KOMUTETA MO 3TUKE. ABTOPBI OOHAPYXKIIN, UTO eC/n
npeanonaraeTca NPUCIyWNBaTbCA K COBETaM HaLMOHaNbHbIX
KOMWUTETOB MO 3TVIKE CReMyeT, TO OHW [/ 3TOrO JO/KHBI 00NaaaTh
3aKOHOMAATENIbHO 3aKPEenIeHHbIMU MOTHOMOUMAMN U [OSKHbI
ObITb HE3ABUCUMbBIMY, PA3HOOOPA3HbBIMU MO MPEACTABUTENLCTBY,
NpPO3payHbIML 1 B IOCTAaTOYHOM Mepe GrHaHCUpyembiMi. Torga 1x
JeATenbHOCTb OyAeT 3aMeTHOM 1 SOdEKTUBHON.

Resumen

Encuesta de los comités nacionales de ética y bioética
Objetivo Evaluar el estado actual de los comités nacionales de ética y
los desafios que conllevan.

Métodos Realizamos una encuesta a los comités nacionales de ética
entre el 30 de eneroy el 21 de febrero de 2018.

Resultados En total, participaron representantes de 87 de los 146
comités nacionales de ética (59,6%). Los 84 paises seleccionados
procedian de todas las categorfas de ingresos definidas por el Banco
Mundial, asi como de todas las regiones definidas por la Organizacion
Mundial de la Salud. Muchos de esos comités carecen de recursos
suficientes y se enfrentan a problemas en diversas esferas, como la
independencia, la financiacién o la eficacia. Solo el 40,2% (35/87) de
ellos no expresé ninguna preocupacion por su independencia. Casi una
cuarta parte (21/87) de los encuestados no hizo ninguna recomendacion
éticaa sugobiernoen 2017,y el nimero medio de informes, opiniones
o recomendaciones publicadas no superé los dos por comité. Hasta 72

(82,79%) Comités Nacionales de Ftica incluyeron a un filésofo o bioeticista
entre sus miembros.

Conclusion Los comités nacionales de ética (o bioética) proporcionan
recomendaciones y orientacion a los gobiernos y a los ciudadanos,
a fin de que las politicas publicas tengan en cuenta las cuestiones
éticas. Aunque la tarea parece sencilla, su aplicacién revela numerosas
dificultades. Especialmente en tiempos de gran incertidumbre, como
durante la actual pandemia de la enfermedad coronavirus 2019, los
gobiernos deberian basar sus acciones no solo en consideraciones
técnicas sino también en la orientacién ética proporcionada por
un comité nacional de ética. Hemos comprobado que, para que el
asesoramiento de los comités nacionales de ética sea importante,
estos deben tener un mandato legal, ser independientes, tener
una composicién diversa, ser transparentes y estar suficientemente
financiados para ser eficaces y visibles.
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