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Executive Summary
Engagement, communication and dissemination are key to the success of any ethics project.
This report details the TRUST engagement activities of the 2nd reporting period. The main
successes are summarized here:

The first TRUST
book was
downloaded
over 50,000
times in just
under one year.

The Global Code of Conduct for Research in
Resource-Poor Settings was adopted by the
European Commission and the EDCTP.

Numerous invited papers on Aljazeera The Stream extensively used TRUST outputs in a
TRUST were given in
30 min news program on protecting indigenous peoples.
Europe, the Americas, in
Asia and in Africa.

The project was chosen
twice as a funder success
story, once by Sis Net, once
by DG Research.

The San Code of Research Ethics was launched with
massive international media attention.

For details of all activities, please see full report.
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Engagement and Dissemination Strategy
In the first engagement report, a detailed description of the TRUST engagement and dissemination
strategy was provided. The following provides a summary.
The overall approach was a two-way-flow of information: first, feedback from relevant stakeholders
was integrated into project outputs; second, outputs of the project were extensively shared and
disseminated.
Relevant stakeholders can be divided into five groups:
• TRUST advisory Board
• Engagement Panel
• Stakeholder inventory
• Funder Platform, and
• Industry Platform
Each group consists of leading experts or organisations, representing a wide range of fields. They
include ethics committees, policy-makers, vulnerable populations, academia and the wider public.
This has ensured both external quality control wide-ranging dissemination.
Through application of our engagement and dissemination strategy, the TRUST consortium managed
to realise a global collaborative effort to enhance ethical standards by reducing the possibility for
ethics dumping 1.

Internal Communications
The internal communications strategy was described in detail in the First Engagement Report. In short,
the TRUST consortium used the following tools to manage communication:
• Co-ordinator updates
• The NewsBasket
• Adobe Connect meetings/Skype meetings
• Management meetings at conferences, and
• The TRUST intranet
The team continued to apply all tools in the second half of the project. Co-ordinator updates were
sent on a weekly basis. The NewsBasket continued to be sent out every month with a total of 30
NewsBaskets being shared. Adobe/Skype meetings were held as needed; to set up meetings, the
Doodle tool was used. The team continued to use management meetings to engage with stakeholders.
Further details about these activities see ‘meetings and workshops’. Power point slides and other large
files were shared via the Intranet. Communication was key to achieving TRUST goals and all partners
demonstrated enthusiasm in their efforts.

1

The export of unethical practices from high-income to resource-poor settings
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Dissemination Channels
TRUST continued to use the same dissemination channels as reported in the First Engagement Report.
The following provides an update.

Website
The TRUST website (http://trust-project.eu/) has been the main dissemination and communication
tool for the project. It was continuously updated with the latest news, project meetings and
deliverables.
The set up and usage of the website remained unchanged as it was working well. The Homepage was
updated periodically with the latest activities and achievements in order to encourage the visitor to
navigate further through the website. The Deliverables and Tools page now includes all the
deliverables produced, and the News & Events section was updated with details of the latest activities
and meetings on an ongoing basis. From February 1, 2017 until December 31, 2018, a total of 50 posts
were uploaded in this section. A total of 94 posts throughout the whole project period were created.
The additional feature called Open Access, which was also accessible under TRUST Deliverables &
Tools, was renamed to Resources in order to include a broader range of important information.

Social Media
TRUST YouTube channel
The TRUST YouTube Channel was established at the start of the project to bring TRUST
documentaries to the public. Two documentaries were provided in the first half of the project as
detailed in the First Engagement Report. For one of these, TRUST – Protecting San Indigenous
Knowledge, has to date received more than 1300 views. In the second half of TRUST project, another
five clips were produced and uploaded to the TRUST YouTube Channel. The following is a description
of the films and their dissemination:
The third TRUST documentary The San Code of Research Ethics, published in July 2017, covered the
San Code of Research Ethics and its launch. The news of the film was announced on the project website
and the TRUST Twitter account. Throughout the duration of the project the documentary was
retweeted about regularly. After two months, 79 clicks and after six months 170 views were recorded.
To date, the clip has received 550 views on the TRUST site. 38,000 clicks were achieved through an
article in The Scientist, see below.
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The San Code of Research Ethics Launch
https://www.youtube.com/watch?v=Px-0I_-wjjY

As an additional dissemination activity, all online newsagents, who wrote an article about the San
Code of Research Ethics after the launch 2 were contacted and asked if the documentary could be
linked to their article. The Scientist, a magazine for life science professionals, added the film to their
online news publication. Please click on the link to view the article including the documentary.
Furthermore, The Scientist published the
documentary on their Facebook page. The first
post, on 16th August 2017, received
approximately 12,000 views and 4 shares (see left
screenshot). The second post, in 20th August 2017,
received approximately 16,000 views and 24
shares (see screenshot below).

The fourth film is entitled Honesty and stems from the 4th Kimberley meeting3. Participants shared
their opinion about the value honesty. The documentary was published in December 2017 and
announced on the TRUST website, in the 4th TRUST eNewsletter and in tweets via the TRUST twitter
account. The clip has received 110 views to date.
San and sex worker representatives talk about
what honesty means to them
https://www.youtube.com/watch?v=yN94rjztxeI

In September 2018, a trailer-type clip was published to raise awareness of the four values system. It
has since achieved 100 views.

2
3

See section about the San Code of Research Ethics under Deliverables
See Meetings and Workshops in this report
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Fairness, Respect, Care and Honesty
https://www.youtube.com/watch?v=wzPQSgk6pw4

Close to the end of the project, in November 2018, two more short clips were published in honour of
the two deceased traditional San leaders, Andries Steenkamp and Mario Mahongo. Both contributed
substantially to the San Code of Research Ethics and other TRUST outcomes. The two clips include the
last interviews with the two leaders, with Mario Mahongo giving his opinion about fairness in research
and Andries Steenkamp explaining respect. Andries’ metaphor for showing respect, that of
researchers having to knock on the door instead of coming straight through the window, has come to
symbolise the essence of respect in collaborative partnerships. Both documentaries are available on
the TRUST YouTube account and were tweeted via the TRUST Twitter account. In this short period of
time they have received 28 views in total.
Reverend Mario Mahongo on Fairness
https://www.youtube.com/watch?v=jMhCUNw9eAo

Andries Steenkamp and Petrus Vaalboi on Respect
https://www.youtube.com/watch?v=A4_Mvdwl_Gc

•
•
•

Three more clips are likely to be posted at the end of December.
Joyce Adhiambo Odhiambo’s speech for TRUST at the European Parliament
The 2nd place in the Dance, Music and Rap competition for the San Code
The 3rd place in the Dance, Music and Rap competition for the San Code

TRUST Twitter account
The TRUST Twitter account, @TRUST_Project continued to be a fruitful way to disseminate the
project’s activities and achievements. Besides regular tweets and retweets on TRUST activities, topic
related information was gathered and shared via the account.
Tweets were sent on an almost daily basis,
with a total of over 1,200 tweets since the
inception of the account. The table shows the
numbers of the followers, the accounts
followed and the number of tweets in the
second half of the project.
Specific tweet activity related to important
TRUST activities and achievements are
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Month

Followers

Following

Tweets

02-2017

135

279

600

07-2017

260

379

752

12-2017

305

418

932

07-2018

384

437

1.130

12-2018

445

463

1.275

mentioned accordingly in the different sections below.
The Twitter account will be kept alive beyond the project by the Co-ordination team.

Meetings and Workshops
Throughout the project period, TRUST held a total of 15 meetings. Some were large plenaries and
conferences, others were smaller, national meetings, in particular with the vulnerable populations
represented in all TRUST efforts. The main goal of the meetings was to receive input and develop the
TRUST tools as well as effectively plan and organise the project activities. Detailed meeting reports
were written and shared with all participants as well as the public. The following tables provide an
overview of all meetings and workshops:
Project Meetings Overview from October 2015 until December 2016 4:

DATE

TITLE

HOST

LOCATION

2015, October 04-05
TRUST kick off meeting
UNESCO
Paris, France
2016, March 11-12
Case studies meeting
FERCI
Mumbai, India
st
2016, March 21-22
1 Kimberley meeting
SASI
Kimberley, South Africa
2016, May 23-25
Case studies meeting
PHDA
Nairobi, Kenya
nd
2016, May 31-June1
2 Kimberly meeting
SASI
Kimberley, South Africa
2016, October 19-20 European partners meeting INSERM
Paris, France
rd
2016, November 15-16
3 Kimberley meeting
SASI
Kimberley, South Africa
Project Meetings Overview from January 2017 until September 2018

DATE

TITLE

2017, February 24-25
4th Kimberley meeting
2017, Feb 28-Mar 2
Kalk Bay plenary meeting
2017, June 12-14
Funder workshop
2017, October 17-18 The San Code of Research Ethics
2018, February 12-13
Oberwinter plenary meeting
2018, June 28
Brussels consortium meeting
2018, June 29
Final dissemination meeting
2018, June 30
Brussels management meeting

HOST

LOCATION

SASI Kimberley, South Africa
UCT
Kalk Bay, South Africa
EDCTP
London, UK
SASI
Upington, South Africa
UCLAN
Bonn, Germany
UCLAN
Brussels, Belgium
UCLAN
Brussels, Belgium
UCLAN
Brussels, Belgium

The Kimberley Series: 4th Kimberley meeting
On February 24-25 2017, SASI hosted a 4th workshop in Kimberley. At this meeting, and for the first
time, San delegates met with Sex Work Peer Educators from Kenya. The focus of this workshop was
to discuss their perception of vulnerability as well as their experiences as participants in research. The
San shared the content of the San Code of Research Ethics and discussions were focused on the values

4

For details about these meetings please refer to the TRUST First Engagement Report.

11 | P a g e

of fairness, respect, care and honesty as well as the research process. Many of the discussions were
recorded and fed into the 4th TRUST documentary, Honesty.

Kalk Bay plenary meeting
On February 28 - March 2 2017, representatives of the thirteen TRUST partners met in Kalk Bay, a
small town south of Cape Town, South Africa. The main goal of this third plenary meeting was to obtain
input from research councils and policy advisors. A number of high profile external experts covering
different research fields such as agriculture, biotechnology, biodiversity and animal research were
present. Additional input was received from funders regarding research collaborations. The valuable
advice received fed directly into TRUST activities and deliverables. Furthermore, at this meeting we
were able to discuss findings and developments achieved to date and plan the next steps forward. A
global code of conduct for collaborative research in resource-poor settings, a fair research contracting
online tool and a compliance and ethics follow-up tool were discussed with these external experts. A
news item and a detailed report about this meeting is available on the TRUST website.

Funder workshop
On June 12-13 2017, TRUST, in conjunction with the Wellcome Trust, hosted a two-day workshop in
London to confer with representatives from funding organisations and pharmaceutical companies.
Amongst the participating stakeholders were representatives from funder groups (WHO-TDR,
Calouste Gulbenkian Foundation, Wellcome Trust, MRC-UK, and European Commission) and the
TRUST industry platform (DNDi, Sanofi, Roche, GlaxoSmithKline and Boehringer Ingelheim). The goal
of the meeting was two-fold: first, TRUST sought input and expertise from funding agencies to further
improve and develop the main TRUST tools; second, the workshop served to disseminate TRUST
activities. A detailed report about this important meeting is included in the news item on the TRUST
website.

The San Code of Research Ethics
On October 17-18 2017, SASI hosted a consolidation and dissemination workshop with delegates from
all San groups in Upington, South Africa. Fruitful and vibrant discussions took place in order to gather
ideas and strategies for ensuring the impact and success of the San Code of Research Ethics beyond
TRUST. The primary focus of the discussions was awareness-raising of the code amongst the different
communities, as well planning a potential implement an incorporation strategy for future research
requests.

Oberwinter plenary meeting
On February 12-13 2018, the TRUST consortium held a 5th plenary meeting, organised and hosted by
the University of Central Lancashire in the German village of Oberwinter. At this meeting,
representatives from the project partners came together to review ongoing developments and to
make plans for the final stages of the TRUST project. The main aim of this meeting was to seek input
from project partners on the development of the three TRUST tools: A global code of conduct for
collaborative research in resource-poor settings, a fair research contracting online tool and a
compliance and ethics follow-up tool. Status quo of the three outputs was presented and each tool
further developed. Furthermore, remaining deliverables, as well as future dissemination actions, were
defined and allocated. A report on this important meeting was produced for internal use.
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Brussels consortium meeting
On June 28 2018, the day before the final TRUST event Ethics Dumping – Looking for Justice, the
consortium met for a pre-final meeting at the Aloft Hotel in Brussels. The meeting was mainly to
manage the last preparations, e.g. speeches were refined through feedback. In the afternoon the team
discussed how to achieve more impact and the future of TRUST outputs.

“Ethics Dumping – Looking for Justice” final Dissemination meeting
On June 29 2018, TRUST co-hosted the final meeting Ethics Dumping – Looking for Justice with the
European United Left/Nordic Green Left European Parliamentary Group at the European Parliament
in Brussels. With 140 registrations and 120 seats available, the event proved to be of great interest.
Keynote speaker Jeffrey Sachs, renowned American economist, related the Sustainable Development
Goals to the efforts and outcomes of the TRUST project. Amongst the speakers were also TRUST team
members as well as advisors, San community members and Kenyan peer educators. The speeches and
statements triggered lively discussions with the audience. The detailed programme has been made
available on the TRUST homepage as well as a news item.
The event was live streamed and recorded and is available via this link.
Dr Wolfgang Burtscher, Deputy Director General of DG Research, European Commission, closed the
event by announcing:
The TRUST Global Code of Conduct is to be a reference document to be consulted and applied by all
relevant research projects applying for H2020 funding.
The event was also summarized in the 5th e-newsletter, which reproduced the Burtscher speech as
an editorial, see here.

European Parliament Event June 2018, photo copyright: Stelios Kouloglou

The event was announced on the TRUST website on 24 April 2018, two months before the event. Prior
to that, a ‘save the date’ - post was published on the website as well as in the 4th TRUST eNewsletter.
These activities were accompanied by regular tweets about the event and a ‘pinned’ tweet on the
TRUST twitter account. TRUST partners also announced the event via their Twitter accounts, see
EDCTP and UCLan examples below.
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TRUST partners also included the event in their regular updates/newsletters. Please follow this link
for the EDCTP update of May 2018, describing the TRUST project, its outcomes and the final event.
Furthermore, partners used their contact networks to promote the event.
During the event, live tweets were posted with quotes from different speakers. Below (left) shows
Jeffrey Sachs; this was retweeted by Sachs himself (below middle). A total of 13 Tweets were posted
from the TRUST Twitter account during the event, which were retweeted 61 times and received 73
likes. The numbers give an indication of how the event was followed via Twitter.
The number of people reached can hardly be estimated. The Twitter account of Jeffrey Sachs alone
has over 260.000 followers, who potentially saw the retweets about the TRUST event. Other accounts
that have retweeted TRUST tweets also have thousands of followers.
The final announcement from Dr Wolfgang Burtscher was first tweeted and then posted as a pinned
tweet until the end of the project (below right).

Management meeting
On June 30 2018, the day after the final event, a management meeting was held at the Aloft Hotel in
Brussels. One representative per partner attended this meeting. On the agenda were outstanding
deliverables, non-contractual deliverables, and other topics such as administrative issues and more
engagement ideas for the last months of the project. A detailed report on this meeting with allocated
tasks was distributed to all partners afterwards.
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UNESCO stakeholder engagement
For a successful translation of the TRUST work into a strong and influential global network supporting
the vision of research without double standards, and to increase project visibility and outreach across
the world among those potentially impacted by the project results, TRUST partner UNESCO has
implemented a sustained Stakeholder Engagement.
This engagement relied on the Stakeholder Inventory created and subsequently maintained by
UNESCO with the support of the TRUST Engagement Panel (April, 2016).
The following presents an overview of the engagement undertaken in the 2nd reporting period.

Date
June 2017

Main activity
•
•

October 2017

•

February 2018

•
•
•

June 2018

•

July 2018

•
•
•
•

December 2018

•
•

Addressing the numerous requests for collaboration received and
disseminate news of the latest project results
The San Code for research ethics was one of the achievements
mentioned in this cycle.
Keeping the identified stakeholders informed and nurturing the
relationships already established.
Identifying and contacting new relevant stakeholders.
Sharing updates about the most recent reports and documents
published by the TRUST consortium.
Disseminating news of the final conference of the project - a Save the
Date flyer of the conference was created and shared during this cycle.
Kind reminder to all our stakeholders about the TRUST final conference
at the European Parliament and link to watch the conference live
provided.
Informing all stakeholders of the possibility to access the video of the
conference
direct them to the new Global Code of Conduct website
highlight the availability of the Code in multiple languages,
remind the stakeholders to look up TRUST’s latest reports on the project
website.
Goodbye message informing all stakeholders of the end of the project.
Final update on the project achievements.

To maximise the networking effort, UNESCO also published and distributed news of the TRUST final
conference via the UNESCO GEOBs network and reached out to all the members of the International
Bioethics Committees (IBC), the World Commission on the Ethics of Scientific Knowledge and
Technology (COMEST), the UN Inter-Agency Committee on Bioethics (UNIACB), the International
Council for Science (ICSSU), and the UNESCO Chairs in Bioethics.
A short, informative message was also disseminated through the GEOBs, where both the Global Code
of Conduct for Research in Resource-Poor Settings and the San Code of research ethics are published.
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Engagement Outputs
eNewsletter
As part of the dissemination of TRUST’s efforts and achievements, a biannual eNewsletter was
issued. The eNewsletters provided editorials on major topics, the project’s latest news as well as
news from around the world. In total, five eNewsletters were published over the course of the
project and a sixth is planned for January 2019.
Newsletter 1
Editorials by
Dr Wasantha Muthuswamy, President Forum
for Ethics Review Committees in India (FERCI).
Dr Samuel Ujewe, Centre for Ethics and
Philosophy of Health Sciences, Faculty of Health
Sciences, University of Pretoria.
Published: June 2016
Newsletter 3
Editorial by
Dr Ron Iphofen, Fellow of the UK Academy of
Social Sciences (FAcSS), the Higher Education
Academy and the Royal Society of Medicine.
Published: July 2017
Newsletter 5
Front page:
- TRUST Final event on 29 June 2018 at
European Parliament: Speech by Dr Wolfgang
Burtscher Deputy Director General DG
Research European Commission
Published: October 2018

Newsletter 2
Editorials by
Prof. David Morton, Professor Emeritus of
Biomedical Science and Ethics at the University
of Birmingham, UK.
Dr Dorian Karatzas, Head of the Ethics Sector,
European Commission, DG Research &
Innovation.
Published: December 2016
Newsletter 4
Front page:
Save the date: TRUST final event on 29 June
2018 at European Parliament in Brussels
TRUST book: Ethics Dumping available on
Springer Open Access
Published: December 2017
Newsletter 6
The newsletter will promote the final
December 2018 deliverables and final
dissemination efforts from the same month.
Planned for January 2019.

All eNewsletters were published on the project’s website and are available for download. They were
announced via Twitter and links to the eNewsletters were included in personal email messages sent
to stakeholders on the TRUST Stakeholder Inventory.

Contractual Deliverables
A total of 16 contractual deliverables have been produced throughout the duration of the TRUST
project. The following provides a list of deliverables that were delivered in the first half of the project
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and reported in the First Engagement Report. This is followed by the deliverables produced in the
second half of the project.

DATE

TITLE

WP

October 2015
March 2016
March 2016
May 2016
May 2016
October 2016

Report on Paradigmatic Case Studies
Report on Generic Risks of Exporting Non-Ethical Practices
Exploitation Risks and Research Ethics Guidelines
Brochure
Industry Platform Report
National and International Compliance Tools

1
1
1
2
2
4

Please follow the hyperlinks to the pdf reports to view the deliverables produced in the second half of
the project.
Compliance Failures

Published: March 2017
Special Symposium in the
“Cambridge Quarterly of
Healthcare Ethics”

Published: September 2017
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1st Pictorial Report

Published: April 2017
Proposals for Strategic
Approaches to compliance in
LMICs

Published: March 2018

Funder Platform Report

Published: August 2017
Sustainability Roadmap and
Implementation Strategy

Published: December 2018

2nd Pictorial Report

Published: December 2018

Policy Briefs

Published: Nov and Dec 2018

FRC

Published: December 2018

For Springer Briefs book, please click here:
In addition, there were three reports with restricted dissemination level:
• Report on Website and Twitter
• Quality Assurance Plan
• Draft Global Code of Conduct

Deliverables beyond the contract:
In addition to the contractual deliverables, seven non-contractual deliverables were produced; the
most important of these are featured in the 2nd Pictorial Report:
•
•
•
•
•
•
•

Kubar, O. (2016): Compliance Mechanisms available in Russia to ensure adherence to high ethical
guidelines. TRUST Project.
Xinqing, Z., Wenxia, Z., Yandong, X. (2017): The Chinese Ethical Review System and its Compliance
Mechanisms. TRUST Project.
Kubar, O. (2017): Medical Research involving Animals in Russia – an Overview. TRUST Project.
Mathur, R., Hazam, R.K., Thakur, K. (2017): When Patients become Guinea Pigs – A fictitious case
of ethics dumping based on real events. Case study for TRUST Project.
Rath, J. (2017): International Best Practices regarding Biosafety and Biosecurity. A report for
TRUST Project.
Chatfield, K. et. al. (2018): Research with, not about, communities – Ethical guidance towards
empowerment in collaborative research. A report for TRUST project.
Chatfield, K., Coles, D., Chennells, R., Schroeder, D., Cook, J. (2018): Complaints Procedures for
Collaborative Research in Resource-poor settings. A report for TRUST Project.
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The San Code of Research Ethics
The San Code of Research Ethics is an additional,
non-contractual outcome of TRUST. The analysis
of good and bad research cases that was
undertaken in the first workshop in Kimberley
led to the decision that a local San Code of
Research Ethics was needed. Two further
workshops (in early June and November 2016)
were held to draft the code 5, followed by the
official launch on March 2 2017 in Cape Town.
After decades of research that was often
perceived exploitative by the San, the code is a
Tweet 1 Launch of San code announced from TRUST Twitter
milestone achievement. The code and the account
speech delivered at the launch are available on
the TRUST website. Tweets from the TRUST Twitter account accompanied the launch (Tweet #1).
After the launch, the San Code of Research Ethics
received wide media coverage. A list of articles was
collected and published on the TRUST website.
Amongst the most renowned news sites to include
coverage are Nature, News 24, The Scientist, National
Geographic, Mail & Guardian, and Scientific American.
Twitter representation of these articles was extensive.
While all articles were tweeted about from the TRUST
Twitter account, the most impactful tweets came from
Scientific American, who tweeted the Nature article
(3.68M followers, 43 retweets), Nature News &
Comment (1.89M followers, 52 retweets), Mail &
Guardian (968K followers, 6 retweets), Smithsonian
Magazine (239K followers, 38 retweets) The
Conversation (106K followers, 11 retweets) and Al Jazeera journalist, Femi Oke (62.7K followers, 33
retweets).
On October 25 2018, another article appeared in Nature entitled: Rare genetic sequences illuminate
early humans’ history in Africa. The article refers to the San code and links to the previous article
South Africa’s San people issue ethics code to scientists. Following an article about TRUST, the
University of Michigan published an article in the journal Seminars in Fetal & Neonatal Medicine
(2018) entitled: Ethical issues in global health engagement (pages: 59 – 63). The article includes a fairly
detailed description of the San code and its five values (page: 62). On December 7 2018, Nature
published an article South Africa’s science academy urges update to nation’s genetics law. This article
includes a quote from San Council member Collin Louw referring to the San code. The authors link two
previous online items to this article: the news item about the San code launch posted by UCT and the

5

All workshops were reported about in the 1st Engagement Report.
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previous Nature article about the San code. This article was tweeted by Nature News & Comment
(1.88M followers) on December 8 2018 with 9 retweets.
Since its launch, SASI and the San Council of South Africa have been working on ideas to incorporate
the code in future research with the San. A workshop was held on October 17-18 2017 in Upington,
South Africa, to discuss further impact and success of the code beyond TRUST 6. During the workshop
a journalist from X-K FM, the local radio station of the San community in Platfontein/Kimberley, run
by the South African Broadcasting Corporation (SABC), conducted interviews with workshop
participants focusing on the reasons as to why there was a need for the San to draft a code of ethics
for researchers. The interviews, as well as additional comments from community members, were
broadcast on X-K FM and RSG, another SABC radio service for the whole of South Africa.
The code has already found its way onto the website of Trent University, who incorporated it in their
ethics resources for indigenous studies. Dr Helen Kara, Fellow of the Academy of Social Sciences,
visiting Fellow at the UK’s National Centre for Research Methods and author of the newly published
book “Research Ethics in the Real World”, included the San Code of Research Ethics on her personal
website und “ethics resources”.
Through funding from the Co-ordinators’ University and EDCTP, the code has been translated into
eight languages: Afrikaans, English, German, French, Portuguese, Chinese, Japanese and Spanish. An
Arabic translation is currently in progress, as well as a !Xhosa one. All documents are available on the
website of the Global Code of Conduct.

The San Code of Research Ethics enters speech competition in the US
A student from the University of Alabama used the San Code of Research Ethics to enter a United
States competition for informative speaking. The speech was based on the five values of the code and
incorporated quotes extracted from the numerous media articles about the code. The speech was
fine-tuned in collaboration with TRUST partner SASI. The student, Danielle Pacia, performed the
speech around 40 times and made it into the last 25 of the country in the quarterfinal round. There
were about 70 colleges competing in the national tournament and an estimated 600-700 people saw
the speech.
The competition was announced with a news item on the
TRUST website as well as through a tweet.
After her successful participation in the speech competition,
the same student was accepted for a two-month research
programme at Yale University, where she wrote a paper in
which the San Code of Research Ethics forms a major part.
At the end of the programme she delivered a poster
presentation where great interest was shown in the San
Code of Ethics and the concept of local codes in general.
Danielle handed out several copies of the San code to Picture 1 Danielle Pacia with a copy of the San code
at her poster presentation at Yale university
interested people.
6

See ‘Meetings and Workshops’ for more details
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At the request of her professors at Yale University, Danielle submitted an abstract of her paper to the
UNESCO Chair in Bioethics 13th World Conference of Bioethics, Medical Ethics and Health Law, took
place on November 27-29, 2018 in Jerusalem Israel. The abstract got accepted for oral presentation.

Nature article about new H3Africa code
On April 18 2018, Nature published an article about the
new H3Africa code, in which individual TRUST colleagues
received an acknowledgment for contribution to the
code. The nature article African scientists call for more
control of their continent’s genomic data received
considerable representation on Twitter. Nature Ecology
and Evolution (19.3K followers tweeted the article),
accompanied by a number of organisations and
individuals such as the Twitter Network Real Scientists
(69.9K followers), EncrypGen (5.163 followers), the NGO
Genomic BC (9.917 followers). The website of the
H3Africa code is currently not available.

SATORI
On April 3, 2017 SATORI, the EU
funded project working on ethical
impact assessment, published a
guest blog authored by TRUST
colleague, Dr Francesca Irene
Cavallaro (UNESCO). The article entitled To fight exploitation in developing countries, TRUST is what
you need! provides information about TRUST and reports on the launch of the San Code of Research
Ethics. The article was tweeted by the TRUST and Satori accounts.

GroundUp News
On April 10 2017, TRUST was featured in an article in GroundUp. The article called Nairobi sex workers
want a research code of conduct reports interviews with Nairobi sex workers who want to follow the
example of the San of South Africa and also launch their very own Code of Research Ethics. Nairobi
sex workers are often sought after by international researchers due to their resistance to HIV. Besides
the TRUST Twitter account, GroundUp News tweeted the article from their own Twitter account (13.9K
followers).

Dance, music and rap competition
In July 2018, the Foundation Global Values Alliance, a TRUST partner, sponsored a dance, music and
rap competition in South Africa. The TRUST jury was looking for artistic representation of the San Code
of Research Ethics – and in particular the values of Fairness, Respect, Care and Honesty.
Five teams submitted entries, each representing a San community or organization. Single-handedly
and with great enthusiasm the teams wrote or composed lyrics and music to promote the values of
the San Code of Research Ethics. The jury named three winners.
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The overall winners of the competition were the team, !Khwa ttu kids. !Khwa ttu is a San training and
education centre outside Cape Town. It is a centre of San culture and heritage that provides tailormade training for young San of Southern Africa. The video “We are the San” of the !Khwa ttu kids won
the first prize because its story is beautifully told, the dancers and singers are unusually talented and
the serious topic is explained with a joyful spirit.
The !Khwa ttu Kids’ rap for the San Code:
https://www.youtube.com/watch?v=b4FgXnLKs_0

In the video, the !Khwa ttu kids illustrate the changes their culture has undergone in modern times.
They call upon researchers to only involve the San in a meaningful, careful and respectful way. The
story is sung in their indigenous mother tongue !Xun with English subtitles provided. The video can be
accessed through the TRUST YouTube Channel, where 569 views have been recorded.
The video was disseminated on the front page of the TRUST website as well as a news item and tweets
from the TRUST Twitter account. The beginning of the video was shown on the programme Al Jazeera
The Stream 7. It was also mentioned in the UKCDR blog about the global code (more details below) and
the global code website.
Second place was awarded to the video from a group of !Xun girls living in Platfontein, Kimberley,
South Africa. They produced a rap song, incorporating different values of the code in the lyrics. The
song is mainly in !Xun language, with parts in English for translation purposes. The clip will be posted
soon.
In third place was a group of Kalahari San descendants called /Áuni. They created a narrative
highlighting the exploitative the history of the San, and calling for a fair and equitable relationships in
future. The clip will be posted soon.

The history of the San Code of Research Ethics
TRUST members Prof. Doris Schroeder and Dr Roger Chennells have written a short book about the
history of the San Code of Research Ethics. The book includes details of the TRUST workshops that
made the writing and launching of the code possible. The document is currently with professional
designers and will be posted shortly. It has already been called a major achievement, which details
how the San overcame exploitation in research.

7

More details about the show are under ‘Engagement outputs’.

22 | P a g e

TRUST Main Deliverables
The three main deliverables being produced by the TRUST project are:
• A Global Code of Conduct
• A Fair Research Contract Online Resource
• A Compliance and Ethics Follow-up Tool.
Given their importance, these three deliverables are explained in more detail below.

Global Code of Conduct for Research in Resource-Poor Settings
To counter ethics dumping, one of the main goals of TRUST was to produce a Global Code of Conduct.
As the focus of the code is upon research collaborations with (potential) significant imbalances of
power, resources and knowledge, the full title of the code is: Global Code of Conduct for Research in
Resource-Poor Settings. All 13 TRUST partners had input into the code; it was produced collaboratively
in the first two and a half years of the project. It consists of 23 articles that are based on the research
outcomes of the previously written deliverables, in particular the risk table. It is structured according
to the four TRUST values: fairness, respect, care and honesty, that were agreed in the first half of the
project. The code provides guidance to all disciplines and the articles are short, clear statements
written in plain language.
The code is available on its own website www.globalcodeofconduct.org and has been translated into
eight languages: Russian, French, Spanish, German, Portuguese, Chinese, Japanese and Hindi. The
Arabic translation is in process. The website also provides a wide range of additional learning
materials.
At the final TRUST event on June 29 2018 at the European Parliament, the code was declared a
“reference document to be consulted and applied by all relevant research projects applying for
H2020 funding”, by the Deputy Director General of DG Research, European Commission.
On June 8 2018, the code was added to Sinapse, the system used by all ethics reviewers for the
European Commission.
The Global Code is now available in the European Commission Research & Innovation Participant
Portal H2020 Online Manual, to be found under “Rules & codes of conduct”. Additionally, it is
mentioned in the ethics guidance on “How to complete your ethics self-assessment” of the
Horizon 2020 Programme. With the link, it reads on page 27:
“This is particularly important for low income and lower-middle income countries (see Convention on
Biological Diversity and Declaration of Helsinki and follow the Global code of conduct for research in
resource-poor settings)”
The following provides an overview of the activities related to the Global Code of Conduct for
Research in Resource-Poor settings and its achievements.
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The launch
On May 15 2018, Prof. Doris Schroeder, Prof. Klaus Leisinger and Leana
Snyders from the South African San Council presented and officially
launched the code at a meeting of the Leadership Council of the
Sustainable Development Solutions Network (SDSN). The meeting
took place at the Swedish International Development Cooperation
Agency (SIDA) in Stockholm. The TRUST team was invited to speak in a
30-minute session titled: “New opportunities for SDSN engagement”.
The presentation was very well received, the SDSN delegates showed
appreciation for the TRUST work and the chair of the meeting
expressed his interest in a follow-up.

The Code Website

The TRUST Global Code of Conduct website is available at http://www.globalcodeofconduct.org and
was officially launched on May 15 2018, during the presentation of the Code to the high-profile UN
Leadership Council of the Sustainable Development Solutions Network (SDSN) in Stockholm.
The website has been designed and developed by Dr Cavallaro as one of the main dissemination tasks
assigned to UNESCO. A first version of the website layout and basic functions was delivered to Prof.
Schroeder and Dr Feinholz on January 25 2018. A preliminary HTML version was subsequently
presented to and approved by the consortium during the TRUST February 2018 plenary. Dr Cavallaro
then developed the website in a WordPress platform for easier management once the project would
come to its end. Changes to the design and content of each webpage have been implemented
according to the project co-ordinator requests on a regular basis. Informal comments from externals
have noted that the website is highly engaging, easy to use and very informative and colourful.
The website was produced in addition to TRUST contract deliverables to achieve higher visibility for
the two TRUST codes and to ensure sustainability for the codes. The hosting has not been charged to
TRUST.
The website was designed in a user-friendly manner with the Global Code for download being the first
service that catches the visitor’s eye. The global theme of the code is underlined by a world map.
The website’s navigation menu consists of five main choices: Home Page, About the Code, The Four
Values, Resources Hub and Contact.
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The Home Page provides the visitor with the most important information at a glance. Apart from the
Global Code itself, it features pictures of the TRUST final event as well as the Code jingle. Scrolling
down on the Home Page, we see shortcuts to the Four Values. At the end of the page, a quick access
link to the Resources Hub is provided.
The section ‘About the Code’ informs about the Mission and the authors of the code as well as the
Code story. Under ‘Open to the world’, the different translations are available for download. Lastly,
the page ‘Footprint’ is dedicated important impact, e.g. the Al Jazeera The Stream Episode that
featured TRUST. The ‘Four Values’ section provides the different articles of the Code according to the
four TRUST values: respect, fairness, care and honesty. Under ‘Resource Hub’, the visitor can find the
San Code, further learning materials and the TRUST policy briefs. The page ‘Equity + Measures’ in this
section links to the related Research Fairness Initiative by TRUST partner COHRED. The Contact link
provides a form that can be filled in to get in touch.
The Code website will be kept alive beyond the project by the Co-ordination team.

Media uptake and dissemination on Social Media
Linda Nordling, a journalist of high standing in the science community, wrote the first piece about the
Global Code entitled: “Guidelines hope to stop ‘ethics dumping’ in poor countries.” The piece was
accompanied by an opinion editorial from the TRUST coordinator, Prof. Doris Schroeder, entitled:
“Putting an end to ethics dumping”. Both articles were mentioned in a news item on the TRUST
webpage as well as tweeted about. Both articles were published by *Research Africa. These two initial
articles were followed by a number of other articles, including an article in Nature, Europe’s biggest
research fund cracks down on ‘ethics dumping’, (also included in the print magazine), The Guardian,
Ethics Dumping: The exploitative side of academic research, the UK Collaborative on Development
Research, UKCDR Fighting Ethics Dumping through Equitable Partnerships, Times Higher Education
Global efforts are required to eradicate ethics dumping, Royal Society for Public Health Guest Blog:
Four universal values for a fresh new ethical framework and a global code of ethics.
All articles received significant Twitter representation. Apart from the TRUST Twitter account, the
articles were tweeted about by other TRUST members. The most significant tweets came from the
journals themselves. *Research Africa (8.425 followers) tweeted the two first articles with in total 16
retweets. The Guardian (7.43M followers, 26 retweets) as well as The Guardian Science (1.07M
followers, 23 retweets) tweeted the article “Ethics Dumping: The exploitative side of academic
research”. Nature News & Comment (1.89M followers) tweeted their article with 15 retweets. The
Times Higher Education who tweeted Kate Chatfield’s article has 280K followers and RSPH (12K
followers) tweeted the guest blog with 7 retweets. And UKCDR (3.874 followers) tweeted the blog
article four times with in total 15 retweets. Furthermore, UKCDR included the blogpost in their weekly
update, published on Twitter on July 27 2018.
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After the launch, the global code received direct high-level endorsements on Twitter. The full number
of tweets cannot be presented here, in what follows we
list the most significant Twitter representations.
Shortly before the TRUST final event, Dr Bernard Pécoul,
Executive Director of Drugs for Neglected Diseases
initiative, DNDi, expressed his support on Twitter (8.478
followers). The importance of this endorsement is
underlined by the fact that DNDi achieves excellent
results with vulnerable patients in lower income
settings. The endorsement was appreciated in a TRUST
news item.
On 17 July, shortly after the TRUST final event, Jean-Eric
Paquet, Director General of DG Research, European
Commission, tweeted from his personal account: “No more
‘ethics dumping’ in research in middle and lower income
countries! Join the fight against double standards by
following
the
Commission-endorsed
#H2020
@TRUST_project (our emphasis)”. For this tweet Paquet
refers to the Nature article “Europe’s biggest research fund
cracks down on ‘ethics dumping’”. Paquet himself has more
than 2.100 followers and his tweet was retweeted 14 times,
of which one was done by Horizon2020 with 93K followers,
by EU Science and Innovation with 69.9K followers and by Alicia O’Rourke, Communication Officer at
European Commission, with over 1.900 followers.
The EU funded project RRI Toolkit included the global code and the TRUST project as well as the
documentary about the San Code of Research Ethics in the RRI Toolkit. On November 29 2018, Fogarty
at NIH (National Institutes of Health) promoted the global code and its numerous translations through
their Twitter account.

Code reach and first usage
NIH
The National Institutes of Health (NIH), an agency of the U.S. Department of Health and Human
Services and one of the world’s foremost medical research centres, referenced the website of the
Global Code of Conduct in their latest email to the international bioethics list. In particular, they
highlighted:
• Global Code of Conduct for Research in Resource-poor settings (download)
• San Code of Research Ethics
• Equity + Measures
• Learning materials
• Policy Briefs
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AHRECS
Thanks to the TRUST stakeholder engagement strategy, the code was mentioned in an article
published on September 28 2018: Miguel, Red TD: “Undue Influence in Research Between HighIncome and Lower-Income Countries”. Research Ethics Monthly. The article is available here: AHRECS
(Australian Human Research Ethics Consultancy Services Pty Ltd). The code is cited as follows:
Recognizing the imbalances of power, resources, and knowledge that exist in the setting of research
between high-income and lower-income, the Global Code of Conduct for Research in Resource-Poor
Settings (2018) outlines guidelines to avert ethics dumping in lower-income setting. Article 6 of the
guidelines tackle specifically the topic of compensation and benefits, ‘Researchers from high-income
settings need to be aware of the power and resource differentials in benefit-sharing discussions, with
sustained efforts to bring lower-capacity parties into the dialogue’.
The website of the global code is linked, and the author comments: “Coming from an LMIC, I could not
agree more with the guidelines set.”
The Lancet
In September 2018, The Global Code was mentioned in the journal “The Lancet Global Health”, Vol. 6,
No. 9. In the Correspondence Letter of this issue it says:
As highlighted in, for example, the Global Code of Conduct for Research in Resource-Poor Settings,
the consultation and participation of researchers who collect primary data should be defined as best
practice, and efforts to meet this standard should be rewarded.
Particular reference is made to www.globalcodeofconduct.org. One of the authors, Francine Ntoumi,
was a co-organizer of the event in Congo-Brazzaville 8. The letter is available online.

Fair Research Contract Online Resource
The Fair Research Contracting (FRC) online toolkit is the 2nd main deliverable of TRUST. Like the Global
Code, the FRC tool is a hands-on measure implemented to enable adherence to high ethical standards.
The tool is available here: http://frcweb.cohred.org. The content was developed collaboratively by the
TRUST consortium and is based upon the outcome of the different deliverables. TRUST partner
COHRED, because of their RFI initiative (Research Fairness Initiative), took over the lead and
maintenance of the toolkit/website.
The purpose of the FRC toolkit is to provide guidance and highlight potential key issues when
negotiating for fair outcomes in collaborative research. It provides up-to-date information on the basic
knowhow of research contracting. The FRC toolkit is aimed at vulnerable populations in poorly
resourced settings, but also at any individual or organisation (e.g. researchers, investigators, research
organisations, research managers, legal services, technology transfer offices and ethics committee
members) with little or no access to legal expertise or support. One possible goal of the toolkit is to
help the research partners to develop their own policies and processes toward equitable and
transparent collaborations.
A description of the toolkit and its reach follows below.

8

More information in the section ‘Dissemination Outputs’
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The FRC toolkit
The FRC toolkit has been divided into six themes (toolboxes) which represent six critical areas
important for establishing effective and equitable research partnerships. These are:
• Negotiation Strategies
• Research Contracting
• Research Data
• Intellectual Property
• Research Costing
• Capacity & Technology
All six topics are accessible from the landing page. These are also visible at first sight in the form of a
tick list. From the landing page, the visitor can navigate through the different topics by clicking on
any of the toolboxes. The different toolbox pages are structured in the same way. First, a very brief
summary of the content of the toolbox is provided. From there, the visitor can scroll down to access
the information which is divided into different topics: Keywords, Key Questions, Tips, Case Studies,
Additional Resources.

These self-explanatory topics make the toolkit very user-friendly. The first two topics: Keywords and
Key Questions, provide general information, such as definitions of certain terminology and important
issues to be considered. The sections: Tips and Case Studies, make the tool practical and help with
application of the general information in specific cases. The last topic: Additional Resources, provides
further reading. To enable easy access to the other toolboxes, a navigation menu is provided on the
very left of the page. Each icon represents one of the six toolboxes.

FRC reach
On July 12 2018, the British Medical Journal (BMJ) Global Health published an open access article
called Addressing the tensions and complexities involved in commissioning and undertaking
implementation research in low- and middle-income countries. In their recommendations, the authors
state:
"Beyond supporting their own researchers in these negotiations, institutions from the Global South
could also link together to support each other and to share strategies and modified approaches to
ensure fair research contracting and commissioning drawing on existing initiatives such as the
Council on Health Research for Development which provides guidance on fair research contracting."
On October 2 2018, the School for Public Health at the Michigan University published an article
entitled Research Abroad: Understanding local Contexts and Advocating for Change. The article cites
the Research Fairness Initiative (RFI) extensively (of which the FRC is a part) and mentions TRUST as
an effort for achieving fairness and equity in overseas research.
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Compliance and Ethics Follow-up Tool
The deliverable 4.3 Proposals for strategic approaches to compliance with research ethics
requirements in low and middle- income countries was the third main deliverable of TRUST. In order
to pro-actively enhance high ethical standards, this deliverable provides a tool that is complementary
to the global code and the FRC tool. In this deliverable TRUST endorses two existing approaches (1 &
2) and introduces one new tool (3) in order to follow-up on compliance:
1. A strong complaints procedure combined with ethics check
2. Ethics review combined with ethics check
3. Self-appraisal by researcher half way through the project
using a specific tool
To identify and develop these compliance and follow-up
mechanisms, TRUST first underwent two fact finding exercises:
1) Mapping of existing compliance measures and tools and
2) Identification of compliance gaps and compliance failures.
The mission revealed a number of compliance failures, which can be
understood as non-adherence to fundamental ethical principles, while compliance gaps refers to
areas where there is a lack of regulation. Compliance failures can be minimized through the use of a
compliance tool, which is the goal of this 3rd main TRUST deliverable.
The self-appraisal is an innovative TRUST tool. It has been co-created via a collaborative approach
which included input from vulnerable populations. It has been designed primarily for use by ethics
committees and funders to provide them with a means of monitoring researcher compliance with
ethical requirements over the course of a research study.
The tool has the following basic framework:
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The simple divide into Strategy, Timing and Evidence helps the researcher to:
1. Pay attention to ethical concerns throughout the research,
2. Put measures in place to enhance and demonstrate compliance, and
3. Provide funders with evidence of compliance.
To demonstrate a practical approach, the deliverable provides a self-appraisal mechanism of the
primary TRUST output, the 23 articles of the Global Code of Conduct for Research in Resource-Poor
Settings.

TRUST – A Success Story
Success story #1
After the midterm review, in May 2017, TRUST was chosen as a success story by the European Union.
The reward was announced on SiS.net, the international network for Science with and for Society in
Horizon 2020. The aim of the success stories is to highlight the importance of research in the field of
Science with and for Society, and the added value of Responsible Research and Innovation in the
European Research Area. SiS.net publishes a summary of the project chosen, including its main goals.
A news item about this achievement was published on the TRUST website and tweeted from the
TRUST Twitter account.

Success story #2
On June 27 2018, just before the TRUST final event
at the European Parliament (June 29, 2018),
Horizon 2020 again mentioned TRUST as a success
story in an article published on the main DG
Research website informing readers about the
implementation of the Global Code of Conduct.
The article calls TRUST “a landmark collaborative
initiative” and points out that one of the main
goals is not only to promote equitable
partnerships but also to protect vulnerable
populations from exploitation in research. The
article is called A global code of conduct to counter
ethics dumping.
Horizon 2020 announced the article via their Twitter account. Tweets and retweets were also
undertaken from the TRUST Twitter account.
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Dissemination outputs - Presentations
The TRUST project, with particular focus on the three main deliverables described above were
disseminated by all partners. The section below provides a report on the dissemination outputs in the
2nd reporting period in reverse order. Publications will be listed separately below.

TRUST in Oxford
On December 5 2018, a small TRUST team gave a
presentation at the Wellcome Centre for Ethics and
Humanities of the University of Oxford. The team
included TRUST coordinator Prof. Doris Schroeder
(UCLan), Dr Joshua Kimani (PHDA), Joyce Adhiambo
(PHDA) and Leana Snyders (South African San Council).
The lecture was called “Avoiding Ethics Dumping in
Global Research – Looking for Equitable Partnerships”.
The event was announced several times on their
website and promoted via the TRUST Twitter account as well as the @Ethox_Centre account. The 2hour event had four 10-minute presentations, four short videos (TRUST Protecting San Indigenous
Knowledge – From a Research Contract to a San Code of Ethics, The Global Code jingle, the Andries
Steenkamp and Petrys Vaalbooi interviews and The San Code of Research Ethics) and three interactive
sessions. The topics of the presentations were: Respect in research (Joyce Adhiambo Odhiambo), the
San Code of Research Ethics (Leana Snyders), the TRUST Global Code of Conduct (Dr Joshua Kimani)
and the four TRUST values framework (Prof. Doris Schroeder).
The seminar was well attended with approximately 35 participants in attendance, above average
according to the hosts. The feedback received after the event was positive; many participants stayed
behind for further discussions and expressed follow-up requests. A tweet expressing thanks from
TRUST after the event was retweeted five times; retweets included the Big Data Institute at the Oxford
University (1.126 followers) as well as the Ethox Centre (1.529 followers).

Training on the codes of European Commission staff in Brussels
On December 3, 2018, the same TRUST team provided a training programme on the Global Code and
the San Code to 40 European Commission staff in Brussels. The programme included examples of
ethics dumping and the Southern partners presented challenges and sensitivities in research with
vulnerable populations. Joyce and Leana spoke from their experience, explaining that the best
engagement with vulnerable populations in research is respecting them as equal partners and letting
them speak for themselves, one of the most important messages of TRUST. The different topics were
illustrated with some of the TRUST documentaries. The training session closed with a long Q&A session
The feedback received on this training was very positive. Dorian Karatzas, Head of the Ethics and
Research Integrity Sector, wrote to TRUST:
Our Director is very impressed by this training organised with the TRUST consortium and would like
to congratulate and thank you for this.
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TRUST at MESHA (Media for Environment, Science, Health and Agriculture) in Nairobi
On November 29 2018, Dr Joshua Kimani attended a
‘science café’ session with MESHA in Nairobi about
Kenyan key populations in research. He presented
information about TRUST and introduced the issue of
ethics dumping to more than 20 local journalists. On
the same day MESHA Kenya posted a series of tweets
on their Twitter account (2.281 followers) about the
event. One of the tweets referred to the Global Code
website and tagged a number of other high profile
Twitter accounts (National AIDS & STI Control
Programme which is a part of the Kenyan Ministry of
Health, the Kenyan Ministry of Health, WHO Kenya,
Elizabeth Glaser Pediatric AIDS Foundation, the AIDS
Vaccine Advocacy Coalition and the Kenyan NGO LVCT Health).

Global Code adopted by University of Cape Town (UCT) Research Committee
On December 12 2018, the Senate of the University of Cape Town endorsed the Global Code for
implementation by all faculties. More details will be included in the TRUST Roadmap.
Two other universities have also started internal discussions to get the code adopted (the University
of Witwatersrand, South Africa and the University of Central Lancashire, UK).

The Global Code at the European Research Council (ERC)
From November 26-30 2018, Dr David Coles, Prof. Pamela Andanda and Prof. David Morton were part
of an ethics review panel for the ERC in Brussels. The meeting discussed some difficult projects
involving research in resource-poor communities, so the TRUST team members distributed print-outs
of the Global Code of Conduct to all 12 reviewers on the panel, plus ERC officials. During the meeting
the Code was regularly referred to during the ethical analysis of the projects.

TRUST in Cyprus
On November 21, 2018, Prof. Doris Schroeder gave a presentation on the Global Code to a small
audience in Cyprus. The presentation was attended by three national ethics committee members.

TRUST presented at FERCAP2018
On November 19 2018, Dr Vasantha
Muthuswamy spoke about TRUST including
the Global Code and the TRUST Springer
publication “Ethics Dumping – Case Studies
from North-South Research Collaborations” at
the FERCAP 2018 in Taoyuan City, Taiwan.
Global Reviewers posted a tweet about
Vasantha’s
presentation,
which
was
retweeted from the TRUST Twitter account.
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TRUST in Hong Kong
On November 5-6 2018, TRUST Member Dr Roger Chennells from the South African San Institute
attended the conference “Who owns your body?” held by the Medical Law and Ethics Department of
the University of Hong Kong. He presented a paper entitled “Research Ethics for vulnerable peoples”
speaking about ethical issues in genomics research. The San Code of Research Ethics and the Global
Code of Conduct were included in this paper. Furthermore, he promoted the TRUST Springer
publication: Ethics Dumping: Case Studies from North-South Research Collaborations. The panellists
responded to his presentation very well by asking a lot of questions. Interest was also shown in the
San Code of Research Ethics.

TRUST at the 13th Debate on Science and Science Policy in Berlin
From November 6-9 2018, TRUST member Prof. Pamela Andanda attended the “13th Berlin Debate
on Science and Science Policy” in Berlin, Germany. Amongst the audience were Prof. Jean-Pierre
Bourguignon, President of the European Research Council (ERC) from Brussels and Flavia Schlegel,
Assistant Director-General for Natural Sciences, UNESCO. Pamela Andanda presented TRUST
deliverables, with particular focus on the Global Code of Conduct and the compliance and follow up
tool.
Flavia Schlegel showed her appreciation through incorporating the TRUST co-creation principle in her
own contribution. She mentioned the option of using UNESCO’s global networks to further
disseminate the TRUST tools. The audience in general showed great appreciation for the contribution.
The panel consisted of 25 members, plus four organizers from Robert Bosch Stiftung. Each member of
the panel received a Wits branded folder with the original copies of the Global Code of Conduct and a
project brochure. Colour prints of the timelines and the one-page example of the compliance and
follow up tool were also included. The event was moderated by Vivienne Perry, who also moderated
the TRUST final event in Brussels.

TRUST at Karl Schlecht Stiftungs Good Leadership Forum in Germany
On October 10 2018, Prof. Klaus Leisinger attended the “Good Leadership Forum” hosted by the Karl
Schlecht Stiftung in Filderstadt Germany. The Foundation is a non-profit organization focusing on
‘Good Leadership’ to improve business and society through human values. Funding partners
participated in this forum for network and exchange. Prof. Leisinger introduced the Global Code as
well as the San code, proposing them as templates for values-based approaches in research, corporate
responsibility discourses and politics.
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TRUST in Vatican City
On October 29-30 2018, Prof. Klaus
Leisinger and Prof. Doris Schroeder had
another opportunity for high-level
dissemination. They attended a meeting
of “Ethics in Action”, an initiative
supported and hosted by the Pontifical
Academy of Sciences in the Vatikan. In
the spirit of Encyclical Letter Laudatio si’,
it seeks morally appropriate solutions for
urgent challenges facing the world. The
TRUST members introduced the four
TRUST values framework (fairness, Picture 2 Klaus Leisinger and Doris Schroeder with Cardinal
Onaiyekan (Nigeria, right) and Cardinal Maradiaga (Honduras, left)
respect, care and honesty) and applied it
to the topic under consideration (the future of work). They also spoke about the Global Code of
Conduct as an example of ethics in action, and distributed the San Code of Research Ethics to those
interested. The meeting was attended by very high-profile colleagues from around the world, from a
range religious and secular traditions. This important dissemination meeting was announced in a news
item on the TRUST website and tweeted from the TRUST account.
Prior to this meeting, the Vatican was informed about the San Code of Research Ethics on March 1213 2018 by Prof. Klaus Leisinger. He introduced the San Code as a template for values-based
approaches in research, corporate responsibility discourses and politics

TRUST values build framework on new Oxford University Press e-learning course on Research
Ethics
A new Oxford University Press, Epigeum, e-learning course on Research Ethics for Great Britain, Ireland
and Australia was written by Prof. Doris Schroeder and Dr Kate Chatfield. The two authors built the
course around the four TRUST values and included the two codes. Additionally, it includes some
interview clips of San leaders from the TRUST documentaries as well as the TRUST partner Action
Contre la Faim chapter “Social Science Research in a Humanitarian Context” from the TRUST Springer
publication Ethics Dumping. The course is scheduled for publication in March 2019.

TRUST at EDCTP Forum in Lisbon
On September 17 2018, Dr Michael Makanga and Dr Michelle Singh presented TRUST at the 9th EDCTP
Forum in Lisbon. The Forum is a prominent cross-disease and interdisciplinary conference focusing
this year on north-south partnerships. Dr Makanga presented TRUST in his opening speech, pointing
out the adoption of Global Code of Conduct by the European Commission. Dr Michelle Singh dedicated
her ethics session to the Global Code, the San code and the Fair Research Contracting tool. She also
presented the San code rap video “We are the San” by the !Khwa ttu Kids. The audience very much
appreciated the efforts of TRUST project. The following represent quotes from the participants:
Prof. Maria Fraga Oliveira Martins (Professor of Biostatistics, University of Lisbon, Institute of Hygiene
and Tropical Medicine, Portugal):
“Congratulations to the team. I have already shared the Portuguese version of the Global Code with
all my collaborators.”
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Prof. Keymanthri Moodley (Director of the Centre for Professional Ethics and Law, Department of
Medicine, Faculty of Health Sciences, Stellenbosch University and ethics session rapporteur):
“The TRUST consortium should be commended for their efforts to shine the spotlight on the silent
voices in research – ‘vulnerable communities like the San’. Thank you for showing the interesting rap
video. I will be sharing the Global code with my students, graduates and colleagues.”
Dr Shaza Abass (Associate Professor University of Khartoum, Sudan):
“Thank you. These resources will be sure to enrich our on-going training program for RECs.”
Professor Oumou Younoussa Bah-Sow (President of the Guinean National Ethics Committee for Health
Research, Guinea Conakry):
“The San rap video is my new ringtone! I really enjoyed the TRUST presentation and will be sharing
the TRUST tools with my students. Congratulations TRUST!”
The event was announced in a news item on the TRUST website and Twitter.

The Global Code at H3Africa in Rwanda
On September 17-21 2018, Prof. Pamela Andanda attended the 12th H3Africa Consortium Meeting in
Rwanda, where she shared the Global Code of Conduct with the principal investigators and the Data
and Biospecimen Access Committee members. The meeting was attended by approximately 40 senior
and mid-career researchers from the H3Africa consortium.

TRUST in China
On September 1-6 2018, Prof. Pamela attended the 4th Biennial conference of the Association of
Critical Heritage Studies (ACHS) in Hangzhou, China. The ACHS has more than 2,000 members across
the globe. During this event she had two opportunities to promote TRUST and its outcomes.
On September 2, Pamela Andanda participated as a panel member in a special session organized by
the Association’s Early Career Researchers Network (ACHS ECRN). The session focused on how the
Western-centric approach to heritage studies in academia can be changed and was attended by more
than 150 participants. Copies of the TRUST brochure, the global code as well as the San code were
handed out to the members of the ACHS ECRN. Not only did the audience react with major
appreciation, ACHS ECRN also indicated the use of these resources to help members adopt a more
inclusive and self-reflexive approach in heritage studies, which is essentially about humans.
On September 5, Pamela Andanda presented her academic paper titled “Bridging the Intellectual
property gap: Protecting transboundary traditional medical knowledge in Southern Africa through
community protocols and codes”, in which she included the TRUST project’s four values, the San Code
and the global code of conduct as examples.

The Global Code at Egerton University in Kenya
On September 2-7 2018 the National Commission for Science, Technology and Innovation (NACOSTI)
held a four-day pilot programme of institutional ethics review committees’ curriculum training at
Egerton University in Kenya. The Global Code was used as a reference during this programme, which
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is ongoing. Prof. Pamela Andanda had shared the global code with Strathmore University’s CREATES
ethics review committee, who forwarded it to NACOSTI.

TRUST at Hochschule für Gesundheit (HSG), Germany
On September 20 2018, TRUST coordinator Prof. Doris Schroeder presented a keynote speech at the
scientific conference "From Research to Practice: Across Nursing, Midwifery and Health Sciences" held
at HSG in Bochum, Germany. In her speech entitled “Involving Vulnerable Populations in Research:
Ethical Considerations” she informed the audience about the Global Code of Conduct that was created
by TRUST. Additionally, she showed the TRUST jingle, mentioned the San Code of Research Ethics,
showed the short clip with Reverend Mario Mahongo talking about Fairness and mentioned the Al
Jazeera The Stream episode. She closed her lecture by showing the San rap video “We are the San” by
!Khwa tty Kids. The speech was recorded and is available online.

TRUST on Al Jazeera The Stream
On August 2018, a wide range of TRUST materials was used by the Al Jazeera English programme called
The Stream. The Stream is a social media community with its own daily television program, focusing
on stories that are ongoing, global, and sourced from social media. The program is critically acclaimed,
having won the prestigious Royal Television Society Award (UK) a Gracie Award (US), and two People’s
Choice Webby Awards. The show also received an Emmy nomination in the US for its "best new
approaches to news and documentaries," an Online News Association nomination for “Planned News
Events,” and a GLAAD award nomination for "Outstanding TV Journalism." The show appears live on
Al Jazeera, streams live online (available via YouTube, podcast, Facebook), and repeats at 04:30 GMT,
08:30GMT, 14:30GMT. Al Jazeera broadcasts to more than 280 million households in more than 130
countries with over 286 K likes on Facebook and 216 K followers on Twitter.
The episode on August 16, 2018, was about the topic: “Is there an ethical way to research indigenous
communities?” TRUST coordinator Prof. Doris Schroeder was invited to join the show, but instead
provided material, where colleagues representing vulnerable populations spoke for their groups. The
TRUST material illustrated the live discussion with the three debate participants (all from indigenous
populations).

TRUST was mentioned as an effort to promote equitable partnerships in research. The show featured
the San Code of Research Ethics, and San community leader Andries Steenkamp was quoted through
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one of TRUST documentaries saying that researchers must come through the door, not the window.
An example of exploitation through research was provided by #Khomani San community member Jan
van der Westhuizen in one of the TRUST documentaries.
The four TRUST values Respect, Honesty, Fairness and Care were put up in The Stream studio in capital
letters and all material screened was acknowledged with ‘Courtesy of TRUST’. The show finished by
showing the beginning of the video “We are the San” by !Khwa ttu Kids – winner of the dance, music
and rap competition mentioned above.
The show is available on YouTube. By December 2018, the show had 11.265 views.
In addition, the show had substantial Twitter representation. The episode was accompanied by
countless tweets and retweets. The following gives a summary of the most important Twitter activity.
On August 15 2018, the day before the live screening of the episode, The Stream themselves
announced the episode via their own Twitter account (@AJStream) to invite viewers to share their
thoughts and comments on the topic (screenshot 1).

Screenshot 1: Tweet by Al Jazeera to invite people to the
discussion

Screenshot 2: Tweet of Huffington Post article by Al
Jazeera

Screenshot 3: Tweet of The Smithsonian article by Al
Jazeera

Screenshot 4: Al Jazeera announces The Stream live
episode
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Screenshot 5: Closing tweet by Al Jazeera using The Conversation article

The Stream prepared viewers for the show by tweeting media articles about the San Code of Research
Ethics (Huffington Post and Smithsonian, see screenshots 2 and 3). Screenshot 3 also shows that Al
Jazeera staff made use of their own Twitter accounts to tweet about the show. This tweet was
originally tweeted by Malika Bilal, one of the co-hosts of The Stream. Lastly, the actual live streaming
as well as a closing tweet were posted (see screenshots 4 and 5). Screenshot 5 also shows that another
article about the San Code of Research Ethics (The Conversation) was used.
Many of the tweets mentioned were commented upon by users/followers. The dissemination through
these twitter accounts is extensive and cannot be captured in great detail. The follower numbers of
the main accounts are as follows:
@AJStream - The Stream: 219K followers
@mmmbilal – Malika Bilal: 54.8K followers
The episode received special attention on the Global Code website. A page called “Footprint” was
created, providing a summary of the show and linking it to its YouTube link. The page also features a
number of endorsements from around the world. The creation of the page was followed by a series
of Tweets informing readers about the episode. In every tweet, different Al Jazeera accounts were
tagged, which led to a number of likes and retweets through Al Jazeera staff.

Presentation in Manila
In August 2018, our advisor in Manila, Prof. Fatima Alvarez Castillo, delivered a lecture about ethics
dumping in the Philippines at the invitation of the Philippine Health Research Ethics Board. She
wrote: "There was a lot of interest in ethics dumping during my lecture indicated in the Q&A later
where even the executive director of the national agency that funded the conference stood and
spoke that PHREB should take the lead in formulating a policy on the practice."

TRUST in Beijing, China
On August 18, 2018, Prof. Klaus Leisinger attended the XXIV World Congress of Philosophy in Beijing,
China. In his speech he mentioned the Global Code as well as the San Code of Research Ethics.

Global Code of Conduct at Healthcare Information for All (HIFA)
TRUST member Holger Postulart (COHRED) shared the global code with Isabelle Wachsmuth-Huguet
(Project Manager, Health Systems and Innovation Cluster, Service Delivery & Safety (SDS), Emerging
Issues, Quality Universal Health Coverage (QUHC), at WHO Geneva) who shared the code with the
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HIFA network. The network consists of approx. 18,000 members, mainly in leading positions and based
in LMICs.

The San Code of Research Ethics at the
University of Lapland (ULap)
On August 30 2018, Hennie Swart (South
African San Institute) gave a lecture at ULap in
Rovaniemi, Finland. He introduced TRUST and
the San Code of Research Ethics, explaining
the experience of the San communities in
research and why there was a need for their
own code. The audience consisted of approx.
50 students who received the lecture with
great interest. Questions on the reasons for a San code as well as about good research examples were
asked.

TRUST Feedback event to sex workers in Nairobi
On July 19 2018, TRUST member Dr Joshua Kimani held a successful feedback event for sex workers in
Nairobi. Dr Kimani presented the background including how the
Nairobi sex workers were involved with the TRUST project,
justification for the Global Code of Conduct and why it was an
important document in addressing potential risks of ethics dumping.
He also introduced the audience to the San Code of Research Ethics
and challenged them to develop one of their own using it as a
template.
Joyce Adhiambo Odhiambo presented the speech that was
previously shared at the European Parliament articulating the
importance of the four values in the continued engagement with
researchers who work with sex workers in Nairobi, Kenya. The event
was attended by 75 participants from all seven research clinics
managed by Partners for Health and Development in Africa (PHDA), a Kenyan registered NGO owned
by the University of Manitoba. Every participant received a TRUST branded booklet. Dr Kimani wrote
to the TRUST group afterwards: "I was proud to have been part of the meeting. The sex worker leaders
spoke from the heart. The two codes touched them as we shared the reasons behind them. They now
feel protected!”

TRUST at 2nd International Erich Fromm Research Conference, Berlin
On June 21 2018, Prof. Klaus Leisinger introduced the Global and the San Code at the 2nd International
Erich Fromm Research Conference, hosted by the Erich Fromm Study Center at the International
Psychoanalytic University (IPU) Berlin. The Research Conference 2018 aimed to bring together
international researchers engaged with the work of Erich Fromm, examining the actuality of Fromm’s
social-analytical approach, as well as exploring the potential for further development of this approach
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with regard to contemporary social developments. He proposed both codes as templates for valuesbased approach in research, corporate responsibility discourses and politics.

TRUST at UCLan: Faculty of Clinical and Biomedical Sciences
On June 13 2018, Julie Cook (UCLan) delivered a poster presentation about TRUST at UCLan’s Faculty
of Clinical and Biomedical Sciences (Inaugural) Research Away Day. The event was attended by
approx. 100 people, which were mainly clinical academic teaching staff as well as some
undergraduate and postgraduate students.

TRUST at EDCTP in Johannesburg
On June 14 2018, Dr Michelle Singh presented TRUST at the EDCTP Good Clinical Practice and Good
Clinical Laboratory Practice Trainer-of-Trainers' Workshop in Johannesburg, South Africa. Her
presentation included all TRUST tools. In attendance were 26 mid-career researchers from EDCTP2funded projects, representing 15 African countries. The participants received TRUST material handed
out by Michelle Singh on USBs.

TRUST at WIPO-WTO Colloquium
On April 9-12 2018, Prof. Pamela Andanda presented TRUST at a WIPO-WTO Colloquium for
Intellectual Property Teachers and Researchers in Africa. She presented the three TRUST tools and
handed out TRUST brochures which was appreciated by the audience. These included 60 participants
from the WTO, WIPO and a number of universities from Africa and beyond. The presentation focused
on supporting policy making at the micro level (where IPRs tend to be embedded in the business
models). Pamela emphasised the need to include IPRs in the ethical and legal governance of research
and mentioned how the TRUST team have dealt with these issues through the three tools. She also
mentioned the San Code of Research Ethics as good practice in terms of how policies and codes can
emerge at the micro level.

Stroke project assessed with global code
In 2018, Prof. Doris Schroeder was invited to assess a 1.9 million pound stroke project collaboration
between UK and India with the TRUST Global Code. Good practice was reported for almost every
article by the UK team. An assessment of the Indian team is scheduled for 2019.

TRUST in The Hague
On May 18 2018, Dr Michelle Singh attended a workshop at the Strategic Initiative for Developing
Capacity in Ethical Review (SIDCER) in The Hague. Her presentation called “Creating and enhancing
TRUSTworthy responsible partnerships in international research” introduced the TRUST tools. The
workshop was attended by 12 European Ethics Fellows from Thailand together with course
coordinators from SIDCER.
On May 23 3018, Dr Michelle Singh repeated her presentation at the Good Clinical Practice (GCP)
Alliance Europe. The event was attended by 25 European Ethics Fellows from Saudi Arabia, Ethiopia,
India, Pakistan, China and Kazakhstan with course coordinators from the GCP Alliance Europe. The
audience expressed their appreciation for the TRUST efforts in engaging with vulnerable research
populations and the production of the Global Code.
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TRUST at Cologne University
On May 23 2018, Prof. Doris Schroeder gave a 45-minute lecture to approximately 40 medical students
called “Internationale Gerechtigkeit in der Forschung” (“International Justice in Research”), in which
both TRUST codes were introduced. The lecture was followed by a 45-minute question round.

TRUST at UCLan: Faculty of Health and Wellbeing
On April 12 2018, Prof. Doris Schroeder and Julie Cook each gave at a 100-person gathering of research
staff and research students organised by the University of Central Lancashire. Doris Schroeder spoke
about "A Global Code of Conduct for Research in Resource-Poor Settings" and Julie Cook about "How
to counter Ethics Dumping in international health research". The TRUST Springer publication on the
Ethics Dumping case studies was also introduced. The keynote was the Chief Executive of the UK Royal
Society for Public Health, who showed much interest in the global code. The blog for the RSPH on the
global code resulted from Doris’ presentation.

TRUST in Uganda
From March 12-14 2018, Dr Michelle Singh attended a workshop in Entebbe, Uganda, which was
jointly organised by EDCTP and Africa Research Excellence Fund in Gambia. She presented TRUST and
the San Code of Research Ethics. The workshop included discussions about ethics dumping with
reference to genomic research among the San. The participating 27 postdoctoral health researchers
from 12 African countries were informed about links to the TRUST website and the YouTube channel.
Copies of the San Code were handed out in English and in French.

TRUST presented in Congo Brazzavile
On February 20 2018, project member François Hirsch from INSERM attended a meeting in CongoBrazzaville to talk about TRUST. The organisers of this event were the Fédération Congolaise pour la
recherche médicale (FCRM), Central African Network on Tuberculosis, HIV/AIDS and Malaria
(CANTAM) and INSERM. The meeting was held under the topic “Fighting Malaria with CRISPR/Cas9:
Ethical implications”. In his session called “Quels instruments pour éviter les abus éthiques en
recherché: le project européen TRUST” (Which tools can prevent ethical abuse in research: the
European project TRUST), François Hirsch presented TRUST including the San Code, distributing a
printed version of the Code in French. Around 40 participants attended the meeting, mainly from
Central Africa (Democratic Republic of the Congo, Republic of the Congo, Cameroon, Nigeria, Gabon,
Tchad), including researchers, physicians, ethics committee members and media representatives. The
meeting was opened by the Congolese health minister and the head of WHO regional office.

TRUST at UCLan: Teaching
On February 8 2018, Julie Cook from the University of Central Lancashire gave a Clinical Research
teaching session on Ethics and Governance. She used the Ethics Dumping case studies from TRUST and
handed out project materials.

TRUST presented at FERCAPFERCICON in Delhi, India
TRUST partner FERCI hosted the 17th FERCAP International Conference & 5th FERCI National
Conference from November 19-21, 2017, in Delhi, the capital of India. The topic of the conference
“Strengthening international research collaboration through good ethical practice” was very closely
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related to TRUST. Prior to the event, a news item on the TRUST website promoted the conference and
linked the registration access. The event itself was attended by five TRUST members: Dr Vasantha
Muthuswamy, Dr Nandini Kumar, Prof. Klaus Leisinger, Prof. Pamela Andanda and Dr Kate Chatfield.
The following presentations were given:
Dr Nandini Kumar, FERCI Vice President, presented the
new Indian guidelines for ethical conduct in research.
These guidelines are leading- edge in many ways,
having incorporated lessons from earlier TRUST
activities to strengthen the previous Indian guidelines
and to help avoid ethics dumping.
Prof. Klaus Leisinger, from Foundation Global Values
Alliance, delivered a keynote presentation entitled
“Elements of an Enlightened Corporate Performance”.
The pledge to “leave no on behind" is at the heart of
the 2030 Agenda. With a focus on the pharmaceutical
industry, Prof. Leisinger spoke about how corporate management must reflect upon the responsibility
of leaving no one behind with regard to access to medicines programmes and the handling of
intellectual property for life-saving innovative drugs, especially in the context of clinical trials in
resource-poor settings.
Pamela Andanda, Professor of Law at the University of the Witwatersrand, Johannesburg, delivered
an inspiring talk about the development of one of the three TRUST tools, the compliance and followup tool, pointing out that, at present, compliance and follow-up for research studies in LMICs is mostly
a hap hazardous activity.
Dr Kate Chatfield, from the University of
Central Lancashire, UK, delivered two
presentations on behalf of the TRUST
project. Firstly, Dr Chatfield spoke about
selected extracts from the Springer
publication, Ethics Dumping: Case Studies
from
North-South
Research
Collaborations.
In
her
second
presentation, Dr Chatfield described the TRUST development of the Global Code of Conduct for NorthSouth collaborative research.
FERCAPFERCICON 2017 had visitors from more than 20 different countries. The event was promoted
on the TRUST Twitter account, including the live stream link on YouTube. A detailed news item was
published in the TRUST 4th eNewsletter in December 2017.

TRUST at Notre Dame University in South Bend, USA
On October 23 2017, Prof. Klaus Leisinger attended an event at Notre Dame University in South Bend,
USA. He spoke about best practices developed in the context of the San Code of Research Ethics and
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proposed the code as a template for a values-based approach in research involving vulnerable
populations.

TRUST presented in Riga
On August 10, 2017, Dr David Coles gave a keynote presentation on TRUST in Riga, Latvia, at the final
networking meeting of an NIH funded project called “Research Ethics in Central and Eastern Europe”,
which had been running for several years as a training programme for young research ethicists based
in Central and Eastern Europe. The event was funded by the NIH and, significantly, it showed that
TRUST had come to the attention of a major research ethics networks. It was felt that the input of the
TRUST project would help in ensuring sustainability for the network of research ethicists that had
developed throughout the programme. The title of the presentation was “Relevance of North-South
Collaborations for Research Ethics in Central and Eastern Europe: The Experience of the TRUST
Project”. The meeting was attended by approx. 30 members of national or regional research ethics
committees in Central and Eastern Europe. The participants responded very well to the information
received and the presentation generated lots of questions.

TRUST presentation at Newcastle University
On July 12 2017, David Coles gave a seminar on TRUST at Newcastle University. The event was
organised by the Newcastle’s International Team together with their Institute for Sustainability. It was
a University-wide event and thus open to all researchers who are interested in conducting research in
LMICs. The 2-hour slot for the seminar included the TRUST objectives as well as the San Code of
Research Ethics, followed by a Q&A discussion. The seminar was very well received with a lot of
questions – including an interesting discussion on incidental findings, cultural norms and fundamental
human rights. The seminar was attended by around 25 people from a range of disciplines including
Medicine, Agriculture, Engineering, Environment, Social Science and Bioethics. Amongst the listeners
was a representative from an NGO committed to the Global Challenges Programme, as well as a
participant from York representing the N8 (the Northern Universities group of 8 research intensive
universities – Durham, Lancaster, Leeds, Liverpool, Manchester, Newcastle, Sheffield and York.)

TRUST published on CORDIS
On July 13 2017, TRUST
appeared in a news article on
CORDIS, the EC Funding News
and Events page. The article is
about the book written by
TRUST coordinator Prof. Doris
Schroeder and the former
president of Iran, unravelling
the meanings dignity. The
article
makes
frequent
reference to TRUST, links the project website and is available in five different languages. The article
was tweeted from the TRUST Twitter account and the book launch was also announced with a news
item on the TRUST website.
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TRUST at UCLan: Research with global impact
On June 5, 2017, Prof. Doris Schroeder
presented the TRUST project and the
San Code of Research Ethics at the
"Think Global, Act Local - Research for
the Real World Conference" at the
University of Central Lancashire.
Approximately 100 academic audience
listened to the presentation and
watched the new San Code of Ethics
video clip. The audience appreciated the presentation. Reactions included: "I read about the code in
the news and found the film excellent". "How can British institutions benefit from the code?" "Very
good to have non-jargon, simple principles" and "The principles from your code seem highly applicable
around the world for vulnerable populations, also within rich countries".

TRUST presented at University of Cape Town
As a result of the Kalk Bay meeting and the involvement of representatives from UCT’s research
integrity office, TRUST and the San were invited to present at the workshop “Research Ethics and
Communities”, hosted by the Senate Ethics in Research Committee and the Office of Research
Integrity at the University of Cape Town on 17 May 2017.
Prof. Rachel Wynberg, University of Cape
Town and TRUST team member, gave an
introduction to the project, followed by Mr.
Collin Louw, a #Khomani San community
member and representative in the South
African San Council, who spoke about the
recently launched San Code of Research
Ethics. Collin was able to explain how the
code development was only one part of a very long process. Mr. Hennie Swart, Director of the South
African San Institute, and also part of the TRUST team, closed by outlining future efforts on how the
code is now to be implemented.
The audience received the topics with great interest and acknowledged the importance of the TRUST
efforts to contribute to fair research relationships.
A news item about the event appeared on the TRUST website as well as on the TRUST Twitter
account. Additionally, UCT posted a news item about the event.

TRUST at the Josephinum in Vienna
On March 2, 2017, Dr Michael Makanga participated in the conference “Medical Ethics in the 70
Years after the Nuremberg Code” held at the Josephinum Collections of the Medical University of
Vienna, Austria. He presented on Bioethics in Africa and included the San Code which was launched
on the same day in Cape Town, South Africa.
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Dissemination outputs - Publications
The following describes the academic and book publications that are part of the TRUST project.

Ethics Dumping – Springer Book
The Report on Paradigmatic Case Studies which was informed by a competition to
collect case studies, was one of TRUST’s first deliverables. The case studies were
refined and reordered for a book publication by Springer in 2018.
In just under a year, it has been downloaded over 50,000 times. Jantina De Vries
from the University of Cape Town disseminated the book to the H3Africa WG ethics
list, from where it was forwarded to an international mailing list including the NIH.
The full reference is as follows: Schroeder D, Cook Lucas J, Hirsch F, Fenet S,
Muthuswamy V (2018): Ethics Dumping – Case Studies from North-South Research
Collaborations. SpringerBriefs in Research and Innovation Governance, Springer International
Publishing.
Relatedly, on December 12 2017, an article by Prof. Doris
Schroeder called “’Ethics dumping’ – the dark side of
international research” was published online by The
Conversation UK, who also tweeted about it on the same
day. The Conversation UK has more than 106,000
followers on Twitter. On December 26 2018, the same
article was published by The Independent, who also
tweeted about it. The Independent has 2.61M followers
on Twitter and their tweet received 12 retweets. The
article was tweeted and retweeted countless times. Another significant tweet came from the John
Hopkins Berman Institute which has 6,914 followers.

Equitable Research Partnerships – Springer book
The 2nd gold open access Springer book to be published from TRUST will appear in 2019. The book
reports the fascinating story of how the Global Code of Conduct for Research in Resource-Poor
Settings was built to counter the practice of Ethics Dumping. Using the values of fairness, honesty,
care and respect, the code provides a vision of how equitable research relationships should look.
Looking behind the scenes of the code development, justifications for the use of the four values are
given, research on exploitation risks and existing codes is presented, the engagement activities with
vulnerable populations, industry and funders are described, and an early version of the code in action
in South Africa is analysed. Chapters are currently being professionally copy-edited. The launch of the
book will be announced on the Code website and via the TRUST Twitter account.

Special Symposium CQHE – Three papers and one editorial
Three TRUST papers and one editorial are due to be published gold open access in a special symposium
of the Cambridge Quarterly of Healthcare Ethics in January 2019. The papers were accepted for
publication after review in 2017.
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1. TRUST advisor Dr Francois Bompart (Sanofi, now DnDi) wrote: Healthy volunteers for clinical
trials in resource-poor settings: national registries can address ethical and safety concerns
2. Members of the TRUST industry platform Ariella Kelman, Anna Kang and Brian Crawford
(Roche) wrote: Continued Access to Investigational Medicinal Products for Clinical Trial
Participants – An Industry Approach.
3. TRUST partners Prof. Klaus Leisinger and Dr Kate Chatfield wrote: Working Together to Make
the World a Healthier Place - Desiderata for the Pharmaceutical Industry.
The editorial was written by Prof. Doris Schroeder and Julie Cook. The publication of the symposium
will be announced on the Code website and via the TRUST Twitter account.

The San Code of Research Ethics - Its Origins and History
Doris Schroeder and Roger Chennells, supported by members of TRUST, indigenous San leaders and
NGO colleagues, have compiled a history of the San Code going back 25 years. The short book is
currently being professionally designed, due to the numerous photos, and will be available on the two
TRUST websites in January or February 2019. Full reference: Schroeder D, Chennells R (2019) History
of the San Code of Research Ethics, a book from TRUST.

Book Series: Advances in Research Ethics and Integrity
Volume 4 of the book series “Advances in Research Ethics and Integrity” featured a commissioned
book chapter about TRUST. Promoting Equity and Preventing Exploitation in International Research:
The Aims, Work, and Output of the TRUST Project authored by Julie Cook, Kate Chatfield and Doris
Schroeder. The chapter presents the three TRUST achievements: Global Code of Conduct, Fair
Research Contract tool and the Compliance follow-up tool. It includes a timeline of the TRUST work.
The book is available on emeraldinsight as well as on google books.

Evidence-Based Complementary and Alternative Medicine
On September 19 2018, a Review Article was published in Evidence-Based Complementary and
Alternative Medicine, Volume 2018. Lead author Dr Kate Chatfield collaborated with colleagues from
Iran using the four TRUST values in a completely different field. Care, respect, honesty and fairness
were used as an ethical framework for Herbal Medicine. The article is called: Applying an Ethical
Framework to Herbal Medicine and is available open access, online.

Springer Handbook of Research Ethics and Scientific Integrity
An entry on benefit sharing for this Springer handbook edited by Ron Iphofen was commissioned from
Prof. Doris Schroeder. After review and minor revisions, the article (just under 8,000 words): Benefit
Sharing – Looking for global justice was accepted for publication in October 2018. When the book is
published, the news will be announced on the Code website and via the TRUST Twitter account.

Central European Journal of Medicine
Dr Michael Makanga and Dr Michelle Singh (EDCTP) published a paper in the Central European Journal
of Medicine about the history of medicine and ethics. TRUST work was highlighted in this article.
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Publications in preparation with status
1. Chatfield K, et. al: Concerns and Challenges for Kenyan Research Ethics Committees Regarding
North-South Collaborative Projects: An Insider Perspective. 95% complete, six authors,
currently for approval of final version for submission with last author.
2. Laird, S and Wynberg R. Ethical Research Partnerships on the Genomics Frontier: Rethinking
the framing of access and benefit sharing. 90% complete, currently with TRUST quality
assurance team.
3. Schroeder D, Coles D, Chatfield K: Incidental findings: Towards a fairer approach in research
ethics. 70% complete.
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