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TRUST AND TRUSTWORTHINESS IN GENETIC AND GENOMIC 
RESEARCH:  BARRIERS TO PARTICIPATION

OVERVIEW OF FORUM SERIES (1 OF 2)

• PURPOSE

1.  To provide the ‘reflective space’ that 
stakeholders (prospective participants, 
researchers and research personnel, 
institutions) engaged in the research enterprise 
need for critical reflection; and 

2.  To collaboratively facilitate with 
stakeholders, increased awareness of, and 
reflections on, the tensions, concerns, and 
other pertinent issues crucial to promoting and 
maintaining a ‘culture of trust and 
trustworthiness’ in collaborating CCTS 
institutions and networks engaged in 
biomedical research nationwide. 

OBJECTIVES

1. To facilitate an exploration of the concepts of trust and 
trustworthiness while discussing and affirming 
stakeholders’ understandings,

2. To understand the need for reflection on issues of trust 
and trustworthiness in biomedical research,

3.  To discuss the implications of a “culture of trust and 
trustworthiness” in collaborating institutions,

4.  To formulate practical steps for promoting trust and 
trustworthiness among collaborating institutions and 
those volunteering for research, 

5.  To discern benchmarks for assessing the adequacy of 
trustworthiness, and

6.  To propose effective actions for improving the 
engagement, recruitment, and retention of research 
participants in the collaborating CCTS institutions and 
nationally.
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TRUST AND TRUSTWORTHINESS IN GENETIC AND GENOMIC 
RESEARCH:  BARRIERS TO PARTICIPATION

OVERVIEW OF FORUM SERIES (2 OF 2)

Schedule of Activities

• 9:30 am – 10:00 Meet and greet with coffee

• 10:00 am – 10:30 Talk: Epistemology and Ethics of Trust 
and Trustworthiness

Speaker: Stephen sodeke, PhD, MA

Activity: Build a Trust and Trustworthiness collage using Poll 
Everywhere

• 10:30 am – 11:00 Activity: Watch the video-clip “Blood 
Journey”

Examining mistrust and untrustworthiness as barriers to 
research participation 

Facilitated discussion: Stephen Sodeke, PhD, MA

• 11:15 – 12:15 Current experiences with barriers to 

participation: the AGHI case:

Panel discussion

Moderator: Mariko Nakano, PhD

Speaker: Julie Schach and group

• 12:15 – 12:30 Break for working lunch

• 12:30 – 1:00 Future Bioethics Forum

Facilitated discussion: Stephen Sodeke, PhD, MA 4



SESSION 1

• The epistemology of trust and trustworthiness: what do 
we know, and how do we know it?

-- Concepts of Trust Examined
-- Concepts of Trustworthiness Examined
-- Audience understandings of Trust and Trustworthiness 
documented using words collage
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THE EPISTEMOLOGY OF TRUST AND TRUSTWORTHINESS: 
WHAT DO WE KNOW, AND HOW DO WE KNOW IT?

• CONCEPTS OF TRUST EXAMINED

-- A relationship commenced or developed between two individual 
moral agents –trustor and trustee; willingness to be vulnerable.  
Two forms: Personal, Institutional (Mayer 1995; Rousseau 1998; 
Kerasidou 2017)

--Common Characteristics of Trust or Moral Component and 
Uderpinning of Trust  (Holton 1994; Wright 2010)

1. Trustor’s assumption of a ‘participant stance’ out of necessity 
rather than choice may increase vulnerability

2. Trustee’s attitude of ‘good will’ or such expectations towards 
the trustor may be present, but not necessarily so (Baier 1986; 
O’Neil 2002a)

3. Reliance: an act of dependence based on the likely prediction 
of other’s behavior not necessarily entailing ‘good will’ (Jones 
1996)

4. Voluntariness in trust-given, not upon demand (Kingory 2015)

5. Honored and lead to feelings of gratitude or disproved and 
lead to feelings of betrayal (Holton 1994; Wright 2010)

• CONCEPTS OF TRUSTWORTHINESS EXAMINED

-- Relates to the person or institution (trustee) being trusted by 
the trustor (Wright 2010)

-- A person or moral agent (trustee) is trustworthy when she 
‘acknowledges the value of the trust that is invested in her by 
the trustor, and uses that to help or rationally decide how to act’ 
(Wright 2010)

-- Building and restoring trust relationships in effect means 
building or restoring individuals’ and institutions’ 
trustworthiness.  If trust is something that is voluntarily given 
and cannot be demanded, then the only way of restoring trust is 
by enhancing trustworthiness and thus creating the conditions 
for trust relationships to ensue and flourish (O’Neil 2002a)

• QUESTION:

We know there are more!  Do these propositions square with 
researcher and research personnel experiences?
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TRUST AND TRUSTWORTHINESS COLLAGE

• What is your understanding of trust and trustworthiness?
ACTIVITY: Build a collage based upon your understandings. With Poll 
Everywhere as instructed, use your cell phone to send the words that 
come to mind for you when you think about trust and trustworthiness.
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SESSION 2

• Examining mistrust and untrustworthiness as 
barriers to research participation   
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USPHS STUDY OF UNTREATED 
SYPHILIS AT TUSKEGEE

(1932-1972)
Purpose:  To study the natural course 
of syphilis in the negro male.

Study:

600 black men (399 with syphilis, 
201 without) were told they had 
“bad blood,” a local term used to 
describe syphilis, anemia, and 
fatigue.

Men were observed without 
treatment even when penicillin was 
available for treatment.
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MR. HERMAN SHAW IN THE WHITE HOUSE, 
MAY 16, 1997

• “The damage done by the 
Tuskegee Syphilis Study is much 
deeper than the wounds any of us 
may have suffered.”

• -- Mr. Herman Shaw, 16 May 1997
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Examining mistrust and untrustworthiness as 
barriers to research participation: One Example 
• Watch the video-clip: “Blood Journey”
http://www.nytimes.com/video/us/1247467672743/blood-journey.html

• FACILITATED DISCUSSION
-- What is particularly troubling to you about the Havasupai Case?
-- What bioethical issue(s) loom large in the Case?
-- What harm was done?  Who was harmed?
-- Which type of trust was betrayed? Personal, Institutional, or both?
-- Can the behaviors of the researchers be justified?
-- Was the informed consent signed sufficient justification for the removal, storage, and 
use of the blood specimen obtained from the Havasupai?
-- Were any other ethical obligations violated?
-- What can be done to ensure that these acts do not happen again?
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THE ETHICS AND EPISTEMOLOGY OF TRUST AND TRUSTWORTHINESS: 
WHAT DO WE KNOW, HOW DO WE KNOW IT, AND WHAT OUGHT WE TO DO?

• Why do we need trust and trustworthiness in biomedical research?

-- trust is important, it allows us to form relationships with people and to depend on them

-- trust, even when warranted, is risky and dangerous (Stanford Encyclopedia of Philosophy, 2015)

-- lack of trust can jeopardise the research enterprise (Kass et al. 1996; Mastroianni 2008)

-- lack of trust is a barrier for consenting to research (Sugarman et al. 1998; 

Cobie-Smith et al. 1999; Slegers et al. 2015)

-- researchers should concentrate on building trust relationship with participants and communities
(Marshall and Rotimi 2001; Faden 2005)

• Do researcher experiences support these assertions?

-- “If people really distrusted biomedical research, then a decrease in biomedical research involving 
humans should be observed, not an increase” (O’Neil 2002a, b)

• Is trust as important as we are led to believe?  Can there be ambivalent 
trust?  What are your thoughts? 12



SESSION 3

•Current experiences with barriers to participation: the 
AGHI case:

Panel discussion
• Moderator: Mariko Nakano, PhD
• Speaker: Julie Schach and group
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SESSION 4

•Future Bioethics Forum
Facilitated Discussion
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TRUST AND TRUSTWORTHINESS IN GENETIC AND GENOMIC 
RESEARCH:  BARRIERS TO PARTICIPATION

OVERVIEW OF FORUM SERIES

• PURPOSE

1.  To provide the ‘reflective space’ that 
stakeholders (prospective participants, 
researchers and research personnel, 
institutions) engaged in the research enterprise 
need for critical reflection; and 

2.  To collaboratively facilitate with 
stakeholders, increased awareness of, and 
reflections on, the tensions, concerns, and 
other pertinent issues crucial to promoting and 
maintaining a ‘culture of trust and 
trustworthiness’ in collaborating CCTS 
institutions and networks engaged in 
biomedical research nationwide. 

OBJECTIVES
1. To facilitate an exploration of the concepts of trust and 
trustworthiness while discussing and affirming 
stakeholders’ understandings,

2. To understand the need for reflection on issues of trust 
and trustworthiness in biomedical research,

3.  To discuss the implications of a “culture of trust and 
trustworthiness” in collaborating institutions,

4.  To formulate practical steps for promoting trust and 
trustworthiness among collaborating institutions and 
those volunteering for research, 

5.  To discern benchmarks for assessing the adequacy of 
trustworthiness, and

6.  To propose effective actions for improving the 
engagement, recruitment, and retention of research 
participants in the collaborating CCTS institutions and 
nationally.
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