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Thank you

Abstract
The creation of sustainable and ethical policies in health care and the 
life sciences requires soliciting and incorporating the attitudes and 
opinions of the “public,” a difficult task that is even more challenging in 
a political polarized society and when the policies in question are 
explicitly normative.  Using research on public attitudes about the use of 
their biospecimens and health data, we will look at various methods 
used to solicit those attitudes and consider the strengths and limitations 
of those approaches. We will reflect on the value of empirical data for 
resolving normative questions (in other words, the age-old is/ought 
problem) and think together about better ways to incorporate the 
opinions of the demos in health policy.

To begin:



1. Can empirical data be used to settle normative questions?

2. Should the demos have input into solving moral problems –
like the collection and use of biospecimens – created by new 
technologies?

3. If yes, how can we collect trustworthy data?
Surveys? Interviews? Focus groups? Vignettes? Observation? 

In other words, we have a few problems:

To begin:



The three acts

Act I: Measuring public opinion about the use of biospecimens 

Scene 2: Why do we do what we do

Scene 3: How hard can it be?

Scene 4: “Ought” and “is”

Act II: We have a problem: reflections of a sociologist on 
empirical bioethics 

Scene 1: Sociology and bioethics

Act III: Is there a way forward? 



Act I: Measuring public opinion 
about the use of biospecimens 



Using empirical data to inform policy 
in health care

Research biobanks have great potential for advancing 
knowledge of human health, disease, and treatment. 
Recruitment of donors is vital to their success and relies 
largely on broad consent – donors give one-time permission 
for any future research uses of their coded specimen. But 
donors may have moral, religious, and cultural concerns 
about the use to which their specimens are put, which may 
affect their willingness to give blanket consent.
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Information Ethics | Havasupai case example

More than 200 of the 650-

member Havasupai tribe 

signed a consent form stating 

that their blood could be used 

to “study the causes of 

behavioral/medical 

disorders.”

But many said they had 

believed they were donating 

it only for the study of 

diabetes, which tribal 

members suffer from at 

extraordinarily high rates.

Havasupai Falls



Wait, I thought they 
were studying diabetes…

But, in fact the data was 
used to:

1. Study schizophrenia

2. Study the geographic 
origin of tribe



Information Ethics

Deidentified...

So no (personal) 
harm, no foul?

But what 
happens with 
their data matters 
to people.



NOT: RATHER:

• Physical harm

• Breech of 
confidentiality

• Stigma

• Threats to one’s world view

• Exploitation

• Research goals contrary to one’s 
beliefs

Moral concerns/Non-welfare interests



No (personal) 
harm, no foul?

• We surveyed a cross 
section of Americans 
to find out what they 
thought



Our question: 
The effect of 
Non-Welfare 

Interests 
(NWIs)

At baseline: “I would donate tissue samples and medical information to 
the biobank, so that it can use them for any research study that it 
allows, without further consent from me.”

Under research scenario: “I would donate tissue samples and medical 
information to the biobank, so that the biobank can use them for any 
research study that it allows, without further consent from me even if 
researchers might use donations to...”

• ...develop more safe and effective abortion methods. 

• ...develop kidney stem cells. They would then try to grow these cells 
in a pig embryo that would grow into an adult pig with human kidneys. 
The goal would be to grow kidneys or other organs that could be 
transplanted into people. 

• …develop patents and earn profits for commercial companies. Most 
new drugs used to treat or prevent disease come from commercial 
companies.
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Our question: 
The effect of 
Non-Welfare 

Interests 
(NWIs)

• ...develop stem cells that have the donor’s genetic code. 
These could be kept alive for many years.  Scientists might 
use those stem cells to create many different kinds of tissues 
and organs for use in medical research. 

• ...create vaccines against new biological weapons. The 
government might need to develop biological weapons of its 
own when it does this research.  

• ...understand the evolution of different ethnic groups, 
and where they come from. What they learn might conflict 
with some religious or cultural beliefs.

• ...discover genes that make some people more violent. 
This could lead to ways to reduce violent behavior. But if 
these genes are found to be more common among some 
racial and ethnic groups, this might increase prejudice.

Act I: measuring public opinion about biospecimens



Act I: measuring public opinion about biospecimens



NWI Scenario Results



What did we find when we looked 
more closely at the data?

 Characteristics of those with concerns

 Opinions about the best way to get consent
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ADJUSTED ODDS RATIOS
Abortion Xeno-

transplant

Patents Stem cells Bio-

weapons

Evolution Violence 

Gene

Age (in years) 0.99* 1.00 1.00 0.99 0.99* 0.99* 0.99*

Female 0.94 0.68* 0.84 0.77 0.94 0.86 0.84

Race

White 1.00 1.00 1.00 1.00 1.00 1.00 1.00

Black/AA 0.89 0.43** 1.17 0.63 1.01 0.80 0.56*

Other 1.41 0.78 0.78 1.02 1.00 0.68 0.79

Hispanic 0.65 0.62* 0.51* 0.91 0.69 0.87 0.82

Education 0.90 0.99 0.96 0.94 0.91 0.90 0.93

Income 1.00 1.02 1.02 1.00 1.03 1.02 1.01

Abortion view

Always legal 1.00 1.00 1.00 1.00 1.00 1.00 1.00

In most circumstances 0.76 0.98 1.05 0.84 1.18 1.11 0.64*

In a few circumstances 0.25** 0.61* 1.11 0.84 1.06 0.91 0.68*

Always illegal 0.09** 0.46* 0.74 0.60* 0.90 0.62* 0.51*

Don't know 0.26** 0.59 1.05 0.38* 0.84 0.70 0.85

Religion

Catholic 1.00 1.00 1.00 1.00 1.00 1.00 1.00

Other Christian 0.79 1.08 0.71* 0.76 0.77 0.91 1.10

Non-Christian Religions 0.82 0.84 0.64 0.71 0.61 1.12 0.79

Unaffiliated 1.27 1.00 0.81 0.71 0.61* 1.02 0.86

Do not Know/ Refused 0.84 0.68 0.64 0.51 0.71 0.77 0.66

Political (lower=liberal) 0.75** 1.02 1.01 0.86* 1.02 0.86* 0.96 

Privacy (higher=worried) 0.98 0.81** 0.91 0.80** 0.90 0.88* 1.00

RAQ (higher=more pos.) 1.09** 1.12** 1.09** 1.13** 1.09** 1.09** 1.09**

* p < .05 ** p < .001



Who is concerned? 
1. Most people had non-welfare interests that significantly affected their 

willingness to donate to a biobank using blanket consent. 
2. Trust is critical in the decision to donate. A positive attitude toward 

biomedical research was consistently associated with increased 

willingness to donate (regardless of NWI). 

3. Concern with privacy was associated with decreased willingness to 

donate. 

4. African Americans had concerns about donating that remained after 

controlling for attitudes toward research and concerns with privacy. 
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Policy Option Description

Blanket consent This means that donors have control over whether to donate but not over how the samples 

are used in any future research. It gives the biobank and researchers a lot of freedom in 

deciding how to use samples.

Blanket consent combined 

with a caution

Donors are alerted in advance with the following statement: “Some people may have moral, 

religious, or cultural concerns about some kinds of research.” Donors can then decide 

whether they are still willing to donate. Some donors may decide not to donate, resulting in 

fewer samples for research.

Blanket consent combined 

with an option to withdraw

Donors first give their blanket consent. The biobank then gives them easy access to 

information about current research projects being done with donated samples. If donors see 

research projects that worry them, they can decide to withdraw their tissues. If too many 

people withdraw their donation, researchers may have trouble finding enough samples to do 

their research.

Blanket consent combined 

with limits

Donors are given a short list of types of research projects that might worry some people. The 

donors then decide which types of research can’t use their donation. Research not on the list 

would still be covered by a blanket consent. This system may cost more, leaving less money 

for research.

Real-time specific consent 

for each use of the donated 

samples

Donors don’t give blanket consent. Instead, the biobank contacts them and asks for their 

consent for each specific project. Donors are given maximum control, but some might get 

tired of being contacted repeatedly. The cost of recontacting every donor for consent will 

be high. If too many people refuse to give their consent, many research studies will not be 

possible.

What 
about 
policy 
options?



What is the best way to get consent for use of biobank donations?
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Policy options



1. Substantial minorities found both broad and study-by-study consent to be unacceptable and 

identified those two options as the worst policies.

2. The type of moral concern (e.g., regarding abortion, the commercial use of donations, or stem 

cell research) had no effect on policy preferences, but an increase in the number of research 

scenarios generating moral concerns increased the likelihood of finding broad consent to be the 

worst policy. 
Rejection of these ethically problematic and costly extremes is good news for biobanks. But the 

challenge remains: now to design a policy that combines consent with access to information 

in a way that assures potential donors that their interests and moral concerns are being 

respected. 

What is the best way to get consent for use of biobank donations?

Act I: measuring public opinion about biospecimens

Policy options



But are these the informed and considered
opinions of the public? 



The problem
The creation of sustainable and ethical policies in health care 
and the life sciences requires soliciting and incorporating the 
attitudes and opinions of the “public,” a difficult task that is 
even more challenging in a political polarized society and 

when the policies in question are explicitly normative.
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One approach: 

In September of 2019, a total of 526 registered American voters were brought together 
to discuss important issues that impact all of us.
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about biospecimens



Can we, should we, use this approach 
to inform policy in health care?
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Beyond surveys:
Looking for the informed and considered opinion of 

the public 

Act I: measuring public opinion about biospecimens



We organized three 
democratic deliberations 
involving 180 participants. 
The deliberative sessions 
involved small group 
discussions informed by 
presentations given by 
experts in both biobank 
research and ethics. 
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How does 
Deliberative Democracy work?

Image modified from: www.bioethicsinstitute.org

Survey 1
baseline

Survey 3
1 month

Follow up

Recruit 
Participants

Expert panel 
educational 

presentations

Small group 
deliberation

Survey 2
Post-DD session



p = 0.049*

Deliberation participants: 
% Willing to Give Blanket Consent

87%

71%

79%

50%

60%

70%

80%

90%

100%

Before
Deliberation

After
Deliberation

One Month
Followup

*Based on McNemar’s pairwise test.

(198)

(147)

(157)



Deliberation participants : 
% Saying Blanket Consent is Acceptable

80%

67%

71%

50%

60%

70%

80%

90%

100%

Before
Deliberation

After
Deliberation

One Month
Followup

p = 0.002*

*Based on McNemar’s pairwise test.

(187)

(136)
(142)



Deliberation participants : 
% Saying Study-by-Study Consent is Acceptable

*Based on McNemar’s pairwise test.

p = 0.002*

36%

23% 24%

0%

10%

20%

30%

40%

50%

Before
Deliberation

After
Deliberation

One Month
Followup

(81)

(45) (46)



More important: We found that participants had a sophisticated 

understanding of the ethical problems of biobank consent and the 

complexity of balancing donor concerns while promoting research 
important to the future of health care. 

complexity of the problem

[. . . ] everybody’s got their own morals, their own values, their own 
ethics, and the challenge in this is how do you balance a steady flow 
of samples to preserve future research and future goals with being 
able to meet all those different values and all those different beliefs. 
How do you find that balance? 



concern about the conduct of science 

[. . . ] if you talk to a lot of people on the street, they will say, “Biobank.” 
That’s kind of like Dr. Frankenstein’s lab, you know, where they do all kind of 
weird things in there. 

It’s not so much if we have a bunch of rogue scientists running around here 
that want to make 6-earred monsters and stuff like that. It’s just that we’re 
concerned. How could we put balances and checks to try to weed out the 
bad apples? That’s what I think our major concern is. 
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It’s really important to have, in general, public trust, not just like 
say for instance one person, but if you, you know, damage the 
trust of your community, that definitely affects public opinion 
about other types of science and other types of research. 

sensitivity to the need for trust in research and 
researchers 
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Should biobanks care about the consent of 
donors? ? 

•Biobanks should care

•Biobanks should not care

•It depends



“Should care”: Biobanks must take moral 
concerns into consideration  (~ 50%)

Pragmatic (utilitarian)
[. . . ] if they take those samples and they use it for things that are making people feel 
violated, they’re not going to donate anymore. And eventually you’re not going to have a 
job. There will be no biobanks. You have to participate with peoples’ morals and beliefs, 
whether or not you feel strongly about them because they won’t participate. 

Respect (Kantian)
The best way is to actually treat people the way they want to be treated, and this biobank 
thing is exactly, I think, a case study on that. It’s not because . . . It’s easy for me to project 
and say, “Hey, I’d be okay with that. Once I donate something, I’m considering it gone.” 
This is me personally, right? [. . . ] But it’s not about me, right? It’s about treating others 
the way they want to be treated. 
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“Should not care”: Biobanks should be free to use 

donation
(~ 30%)

It’s going to stop the research and be very time-consuming for them to go back to 
you and get that permission. 

[. . . ] basically every cure that we have today is done through . . . not biotech only 
but through study that’s taken from actual samples of bodies. They cured polio [. . 
. ] Those are all done through studies. Look what they’ve done in our society today. 
We have people living into their eighties, nineties and even 100 is not unusual, all 
because of that. 



I don’t believe researchers are in their field to hurt people. They are there to find 
answers and probably cures or maybe cures. 

[I disagree with] trying to control a smart scientist for reasons . . . Well, some of it is 
religion. Some of it is just personal opinions. I think that’s wrong. Let them do their 
good work. 

Should not care:

trust in research and the motives of 

researchers
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So you donate it, and they get to do what they want. I lost my right to object, I 
guess, I’d say at that point. 

I kind of feel like once you donate it [. . . ] It would be more of a moral obligation of 
the people that are using it and hopefully they would do the right things with it . . . 

Should not care:

the morality of gift-

giving
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I mean in the end, I’d like to think that most of us as humans want to contribute to society 
in a good way and help out our fellow man but, again, you can’t leave behind those people 
who have really strong beliefs or opinions that were instilled on them probably since they 
were little. 

there’s got to be some freedom there or some way to approach it, you know, that when 
something that disastrous to the human community occurs, that we don’t get in the way of 
the research, but I’m not saying that we ignore everybody’s moral beliefs either. 

It 

depends…
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In sum

•NWIs matter

•Trust is important

•Consent policy should 
not be too broad or 
too narrow



The study was supported by grant 
R01 HG007172-01A1 from the  

National Human Genome Research 
Institute
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So far so good? 



Act II: Why this is problematic
Reflections of a sociologist on empirical bioethics



Scene I: Sociology and bioethics



Berger

Mills

Becker

Act II: reflections of a sociologist of bioethics

My Approach: Sociology



Why are there so few jokes about sociologists?

“The dearth of jokes about 
sociologists indicates, of course, that 
they are not…part of the of the 
popular imagination…But it probably 
also indicates that there is a certain 
ambiguity in the images people have 
of them…”
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“Sociology as a form of  consciousness”
(RUDe)

 Relativizing

 Unrespectability

Debunking
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A. Private troubles vs. public issues

An unemployed person v. unemployment rate

B. Twin dangers of  social research:
1. Abstract empiricism

Description without understanding

2. Grand theory
‘Understanding’ without description
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The social scientist who spends his intellectual force on the details 

of small-scale milieux is not putting his work outside the political 

conflicts and forces of his time. He is, at least indirectly and in 

effect, 'accepting' the framework of his society. But no one who 

accepts the full intellectual tasks of social science can merely 

assume that structure. In fact, it is his job to make that structure 

explicit and to study it as a whole. (pp. 78-79)

Nowadays social research is often of direct service to army generals 

and social workers, corporation managers and prison wardens... 

Every society holds images of its own nature—in particular, 

images and slogans that justify its system of power and the ways 

of the powerful. The images and ideas produced by social scientists 

may or may not be consistent with these prevailing images, but they 

always carry implications for them. 

By justifying the arrangement of power and the ascendancy of the 

powerful, images and ideas transform power into authority. 

By distracting attention from issues of power and authority, they 

distract attention from the structural realities of the society itself.

By criticizing or debunking prevailing arrangements and rulers, they 

strip them of authority.  (p. 80)

The problem with 
‘abstract empiricism’

1959
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The sociological approach to [bio]ethics

• Less than “grand theory”/ but More than 
“abstracted empiricism”

Otherwise
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Otherwise 
Jane Kenyon

I got out of bed
on two strong legs.
It might have been
otherwise. I ate
cereal, sweet
milk, ripe, flawless
peach. It might
have been otherwise.
I took the dog uphill
to the birch wood.
All morning I did
the work I love.
At noon I lay down
with my mate. It might

At noon I lay down
with my mate. It might
have been otherwise.
We ate dinner together
at a table with silver
candlesticks. It might
have been otherwise.
I slept in a bed
in a room with paintings
on the walls, and
planned another day
just like this day.
But one day, I know,
it will be otherwise.



Therapeutic misconception: Moving beyond 
“abstract empiricism” in empirical bioethics

Act I: where I am coming from

Appelbaum PS, Anatchkova M, Albert K, Dunn 

LB, Lidz CW. Therapeutic misconception in 

research subjects: development and validation of a 

measure. Clin Trials. 2012 Dec;9(6):748-61.



Therapeutic misconception: Moving beyond 
“abstract empiricism” in empirical bioethics

Henderson, G. E., et al. 2006. “Therapeutic 
Misconception in Early Phase Gene Transfer  
Trials.” Soc Sci Med 62: 239–53.

Three variables predict a subject’s        
TM score: 
1. level of education, 
2. disease type, and
3. communication by personnel about 

the likelihood of benefit. 

Act II: reflections of a sociologist of bioethics



Therapeutic misconception: Moving beyond 
“abstract empiricism” in empirical bioethics

The experiences of research subjects—
their desires, their needs, and their 
understandings of clinical research—
must be understood in  the context of a 
market-based health-care system. 

All those involved in clinical trials—pharmaceutical 
companies that must protect their data from the prying 
eyes of competitors, physicians who supplement their 
income by running drug trials out of their private 
practices, study coordinators who must find a way to 
balance their desire to care for their patient/subjects with 
the demands of gathering “good” data, and research 
subjects who often see clinical trials as a way to get 
health care—are shaped by the historically situated 
organization of health care in 21st-century America. 
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Scene II: Why do we do what we do?
Why empirical ethics? 



A multiple choice question

a. To make the world a better place

b. To hold normative bioethicists accountable

c. Because we can get funding

d. To build our CVs

e. a. and b.

f. c. and d.

g. All of the above
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The import of prepositions

Robert Straus (1957): Sociology of and sociology in medicine

Raymond De Vries (2004): Sociology of and sociology in bioethics
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With a bit more nuance:
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Conceptualizing the continuum: ‘in’ to ‘of’

Descriptive: Facts identify (determine?) values

Consequences: Facts are useful in realizing values

Context: Facts reveal how a society organizes values
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…applied to the organization of bioethics:

American Society for Bioethics and Humanities

President’s Council on Bioethics

Kennedy Institute of Ethics

American Journal of Bioethics

International Association of Bioethics 

The Program in Ethics in Science and Medicine

A plethora of centers for bioethics

The choice of pre-position reflects a certain disagreement—or perhaps 

confusion— among bioethicists about their place in medicine and 
science. Act II: reflections of a sociologist of bioethics



Scene III: How hard can it be?
How well do we do what we do?



Four fallacies of empirical ethics

1: Anyone can do it

2: Quantitative research is not qualitative

3: Surveys can measure behavior

4: Qualitative research can (should?) be quantified
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I'm a ______**_____  – how hard can it be to do social research? 

**Doctor

**Philosopher

**Nurse
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How hard can philosophy be? 
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HOW HARD CAN IT BE TO 

WRITE A SURVEY?
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• 1. Thou shalt avoid loaded 
questions or leading words

• 2. Thou shalt honor the ordering 
of questions

• 3. Thou shalt avoid non-specific 
questions

• 4. Thy question wording shall not 
be confusing or unfamiliar

• 5. Thou shalt not force 
respondents to answer

• 6. Thou shalt not adulterate your 
survey with non-exhaustive 
listings

• 7. Thou shalt use unbalanced 
listings skillfully

• 8. Thou shalt abolish double 
barreled questions

• 9. Honor thy dichotomous 
questions

• 10. Thou shalt use long questions 
wisely
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HOW HARD CAN IT BE TO DO SOME 
INTERVIEWS/FOCUS GROUPS OR 

OBSERVATIONS? 
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https://www.relevantinsights.
com/articles/focus-group-
mistakes/
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Fallacy (2) 
Quantitative research is not qualitative

• There is no one here, just us numbers (odds ratios or p values!)

• But numbers need interpretation, and they are manipulated by 
people who eliminate outliers, create indexes, create models
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Fallacy (3) 
Surveys can measure behavior

We assume that survey questions are “actions in miniature:"

Irwin Deutscher,What We Say/What We Do. Scott Foresman & Co., 1973
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Beginning in 1930 and continuing for two years thereafter, I had the good fortune to travel rather extensively with a 
young Chinese student and his wife…In something like ten thousand miles of motor travel, twice across the United 
States, up and down the Pacific Coast, we met definite rejection from those asked to serve us just once. We were 
received at 66 hotels, auto camps, and "Tourist Homes," refused at one. We were served in I84 restaurants and 
cafes scattered throughout the country and treated with what I judged to be more than ordinary consideration in 
72 of them. 

What I am trying to say is that in only one out of 251 instances in which we purchased goods or services 
necessitating intimate human relationships did the fact that my companions were Chinese adversely affect us. 

Yet the existence of this prejudice [against Asians], very 
intense, is proven by a conventional "'attitude" study. To 
provide a comparison of symbolic reaction to symbolic social 
situations with actual reaction to real social situations, I 
"questionnaired" the establishments which we patronized 
during the two-year period. 
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Six months were permitted to lapse between the time I obtained the overt 
reaction and the symbolic. It was hoped that the effects of the actual experience 
with Chinese guests, adverse or otherwise, would have faded during the 
intervening time. To the hotel or restaurant a questionnaire was mailed with an 
accompanying letter purporting to be a special and personal plea for response. 
The questionnaires all asked the same question, “will you accept members of 
the Chinese race as guests in your establishment?”

With persistence, completed replies were obtained from 128 of the establishments we had visited; 81 restaurants 
and cafes and 47 hotels… In response to the relevant question 92 per cent of the former and 91 per cent of the 
latter replied "No." The remainder replied "Uncertain; depend upon circumstances." 

From the woman proprietor of a small auto-camp I received the only "Yes," accompanied by a chatty letter describing 
the nice visit she had had with a Chinese gentleman and his sweet wife during the previous summer. 
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La Piere: “Sitting at my desk in California I can predict with a 
high degree of certainty what an "average" businessman in an 
average Midwestern city will reply to the question, "Would 
you engage in intercourse with a prostitute in a Paris 
brothel?" Yet no one, least of all the man himself, can predict 
what he would actually do should he by some misfortune, 
find himself face to face with the situation in question.
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Also true for vignettes and “design bioethics”
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Fallacy (4)
We should quantify qualitative research

The quantification of qualitative research
• Interrater reliability
•Counting responses v. looking for meaning
•Counting v. analyzing
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Fallacy (4)
Qualitative research can (should?) be quantified
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Scene IV: Ought’s and is’s
Can empirical data be used to determine what is right?

Can there be an ’ought’ without an ‘is’?



You cannot get an ought from an ought

You cannot get an is from an is

Can you get an ought from an is?

C. Leget et al., ‘Nobody Tosses A Dwarf!’ The Relation Between the empirical and the Normative Reexamined, Bioethics, 2009.
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You cannot get an ought from an 

ought

Norms do not come from nowhere. Norms are embedded in culture and in 

social structures and in language. The idea that an ought is some free-

floating, non-empirical, detached value that has no connection to the 

empirical world is wrong. You cannot get an is from an is

Facts are embedded in normative ideas. When social scientists initiate an 

explorative study, they choose a topic based in their ideas about what is 

important and what is not important. They analyze their data based on their 
(often unacknowledged) values. 

C. Leget et al., ‘Nobody Tosses A Dwarf!’ The Relation Between the Empirical and the Normative Reexamined, Bioethics, 2009.
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Act III: Is there a way forward?



Back to where 
we began:

• Can empirical data be used to settle 
normative questions?

• Should the demos have input into solving 
moral problems – like the collection and use 
of biospecimens – created by new 
technologies?

• If yes, how can we collect trustworthy data?

Surveys? Interviews? Focus groups? 
Scenarios? Observation? 

Act III: a way forward?



Back to where 
we began:

The creation of sustainable and ethical policies 
in health care and the life sciences…

….is not easy:

Surveys and interviews: 

are difficult to do well and get

uniformed and unconsidered opinion,

BUT

Does deliberation put the demos in democratic 
debate and policy making?  

Act III: a way forward?



The problems with deliberation:

•Who is asking?
Funders/Investigators

•Who is talking? 
The problem of representation

•Who is listening? 
The uses of deliberation

Is deliberation the answer? 

Act III: a way forward?



If we want to put the demos in ethics policy

•Reflection/sociological vision

•Multiple methods

(frenemies)

Act III: a way forward?



Measures of trust in the government and interpersonal trust, as well as less government corruption, had larger, 

statistically significant associations with lower standardised infection rates... If these modelled associations 

were to be causal, an increase in trust of governments such that all countries had societies that 

attained at least the amount of trust in government or interpersonal trust measured in Denmark, which is in the 

75th percentile across these spectrums, might have reduced global infections by 12·9% (5·7–17·8) for 

government trust and 40·3% (24·3–51·4) for interpersonal trust. 

Act III: a way forward?



summary

Jean Rhys, Paris Review interview (1979)

All of writing is a huge lake. There are great rivers that feed the lake, 
like Tolstoy or Dostoyevsky. And then there are mere trickles, like Jean 
Rhys. All that matters is feeding the lake. I don’t matter. The lake 
matters. You must keep feeding the lake.



RG de Vries
Center for Bioethics and Social Sciences in Medicine

University of Michigan
rdevries@umich.edu

@agoodbirth




