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INTRODUCTION

"Between 2016 and 2020 the Society and Ethics Research Group grew from just one person to a core team of 10 (includ-
ing a PhD student and 2 affiliated staff members). Over that time we have built and consolidated a strong sense of identity,
all working together to understand and explore the impact of genomics and biodata on people. We are very practically fo-
cussed, aiming to deliver social sciences work that genuinely makes a difference to shifting policy, practice and teaching,
specifically within the field of genomic medicine.

We believe strongly that as academics, our work has to break out of academic circles, so that it can serve society in some
way and so we pay particular attention to film making and translation of our work for media and public audie . lam so
proud to lead the team; we value a core set of personal skills, including humility, curiosity and fortitude and|hope t
will stand us in good stead as we move forward into the new Wellcome funding cycle. This report highlights some of o
achievements over the last 4 years in terms of policy, journal citations, media presence and teaching.”

Prof Anna Middleton
Founder and Lead of the Society and Ethics
Research Group







TEAM PROFILES

Anna Middleton - Head of Group

Anna is a creative researcher with expertise in designing innovative surveys and conducting focus groups to explore and
understand what people think about the application of genomics. She is passionate about delivering research that has real
practical value. Her PhD is in Psychology and Genetics and she is also a registered genetic counsellor. She is Professor/Affil-
iate Lecturer, Faculty of Education, University of Cambridge.

Lauren Robarts - Senior Manager

Lauren supports all activities of the Society and Ethics Research group by project managing the logistical side of research
projects and managing the team. Given her creative flare she also leads on everything relating to design, film production
and multimedia. Lauren has a master’s degree in filmmaking from Goldsmiths, University of London and a bachelor’s degree
in history and environmental science from Georgetown University in Washington DC.

Richard Milne - Senior Social Scientist

Richard is a sociologist of science, technology and medicine. He has particular expertise in qualitative research methods, in-
cluding focus groups, interviews and ethnographic approaches. He received his PhD from University College London in 2010
and also currently holds a research post in the Institute of Public Health at the University of Cambridge. He has previously
held posts at UCL, the University of Sheffield, Birkbeck University of London and on secondment at the PHG Foundation
health policy think tank.

Alessia Costa - PDF Social Scientist

Alessia is a social anthropologist with an interest in multi-disciplinary research and expertise in qualitative methods, includ-
ing ethnographic and socio-material approaches, interviews and participatory research. She has a strong interest in medical
science and technologies, especially regarding patient experience, clinical practice and the social construction of scientif-
ic knowledge. Alessia received her PhD in 2015 from the School of Oriental and African Studies (SOAS) and has previously
worked at the University of Reading and King’s College London.




Christine Patch - Principal Staff Scientist in Genomic Counselling
Having started her professional career as a nurse Christine has worked in genetics since the late 1980’s latterly as consultant

genetic counsellor in an NHS regional genetics centre. She has been involved in direct patient care in addition to leading,
developing and managing clinical genetic services during that time. Her PhD and post-doctoral work focused on evaluating
genetic testing strategies. She maintained her nursing registration until January 2020, having recognised the major contribu-

tion that nurses and allied health professionals will make to genomic health care in the future.

Jonathan Roberts - Social Scientist

Jon works at the Society and Ethics Research group one day a week and the rest of the time he works clinically as an NHS Ge-
netic Counsellor at Addenbrooke’s Hospital, Cambridge. Much of his research focuses on how developments in genetics and

genomics are impacting society. He is particularly interested in genetics in popular culture and genetics and identity. Jonathan
also has an ongoing research interest in patient empowerment and evidenced based genetic counselling.

Jerome Atutornu - Doctoral Candidate
Jerome is the inaugural PhD student for this collaboration between the Faculty of Education (University of Cambridge) and

Wellcome Genome Campus Society and Ethics research group. His hope is that this study will unearth barriers to engage-
ment so that culturally competent educational strategies can be employed to ameliorate these. Jerome is a lecturer in diag-
nostic radiography at the University of Suffolk in Ipswich and still practices radiography at Bury St. Edmunds.

Emma Garlick - Team Administrator

Emma assists with the day to day scheduling of the Society and Ethics Research group. She has an extensive background in
administration having worked at the National Maritime Museum for the past 9 years in the Picture Library. Working closely with
the museum’s Photography Department she has an eye for aesthetics and enjoys using pictures to explain complicated topics.

Katherine Morley - Affiliate Consultant Epidemiologist
Kate works for RAND Europe in Cambridge, she is subcontracted to lead on the statistical analysis of quantitative data col-

lected by the group. She received her PhD from the University of Queensland, Australia, in 2007. She then took post-doctoral
positions at the Centre for Molecular, Environmental, Genetic and Analytic Epidemiology at the University of Melbourne, the

Department of Human Genetics at the Wellcome Trust Sanger.

Felicity Boardman - Affiliate Social Scientist with a Specialism in Bioethics and Disability
Felicity is an associate professor in medicine ethics and society from Warwick Medical School. Her research career has fo-

cused on the social and ethical implications of genetic technologies, and in particular, their relationship to disabled people

and their families. She is currently in receipt of a Wellcome Trust Investigator Award exploring attitudes towards pre-con-
ception carrier screening in the “Imagining Futures” project.



IMPACT ON POLICY:

Policy where we have offered some consultation

- Cantu C, Cheng G, Doerr S, Frost J and Gambacorta
L for the Bank for International Settlement (2020) On health
and privacy: technology to combat the pandemic. BIS bulletin
no. 17. 19th May

- Biotechnology Council (2020) White paper from the
Global Future Council on Biotechnology. World Economic Fo-
rum (in press)

- Parliament. House of Commons Science and Technolo-
gy Committee. 20 April 2018. Genomics and genome editing
in the NHS Third report of session 2017-19 . HC 349. London:
The Stationary Office. Reference 208, pg 31-32

- Parliament. House of Commons Science and Technology Committee. 20 April 2018. Genomics and genome editing in the NHS
Third report of session 2017-19 HC 349. London: The Stationary Office. Reference 144-146, 60, pg 26, 28

- Milne R (2019) Ethics Lead for the Alzheimer’s
Research UK Early Detection of Neurodegeneration
(EDoN) study’

- Davies, S.C. Annual Report of the Chief Medical
Officer 2016. Generation Genome London: Depart-
ment of Health (2017)




- Science and Technology Committee. Inquiry into Commercial Genetics. Anna Middleton called as a
witness. Parliament Live TV. 15 October 2019. Online. Available at: https:/parliamentlive.tv/



IMPACT ON POLICY:

Policy we have written or directly contributed to

- GA4GH Policy Framework: Participant, patient and public engagement in genomics research and health implementation
(2020)

- Regulatory and Ethics Work Stream of the Global Alliance for Genomics and Health (2020) Responsible Data Sharing to Re-
spond to the COVID-19 Pandemic: Ethical and Legal Considerations. 15th May

- Middleton A, Patch C
(2020) Health Education Eng-
land’s Genomic Education Pro-
gramme Nursing and Midwifery
Round Table. London 27th Janu-
ary, UK

- Fellmann F, van EI CG,
Charron P.. Patch C, et al (2019)
European recommendations
integrating genetic testing into
multidisciplinary management
of 2019.02.14 - Letter from Eric
Topol to Anna sudden cardiac
death. European 2019.02.14 -
Letter from Eric Topol to Anna
Journal of Human Genetics, vol.
27, pp 1763-1773




- Topol Review (2019) Preparing the healthcare work-
force to deliver the digital future. Final Report February
2019 - A Call For Evidence. Health Education England



IMPACT ON POLICY:

Committee work with policy outcomes

- Milne R (2020) European Health Data and Evidence
Network (EHDEN) (2018). Available at: https://www.ehden.eu
[Accessed 9 January 2020

- Middleton A (2019) Invited Ethics and Genomics lead
for the Topol Review commissioned by the Secretary of State
for Health

- Middleton A chair (2019) Chair of Research Oversight
Committee meeting. GenCOUNSEL: Optimization of Genet-
ic Counselling for Clinical Implementation of Genome-Wide
Sequencing. GenomeCanada: GenomeBC office,Vancouver,
5th December

- Middleton A (2019) Invited council member of the
Global Future Council on Biotechnology. World Economic
Forum 2-4th November, Dubai, UAE

- Middleton A (2019) Chair of the oversight committee
for The Social Contract project: “"Evaluation of a public di-
alogue on Genomic Medicine: Time for a new social con-
tracte” Genomics England and Sciencewise Evaluation Re-
port. June




- Middleton A (2019) Roundtable on Governance
of Human Genome Sequencing for the Centre for the
Fourth Industrial Revolution UAE. Dubai 5th Nov, UAE

- Milne R (2020) Member of the Ethics and Feed-
back Advisory Group for the Accelerating Detection of
Disease programme

- Lord Willis of Knaresborough’s Round table
discussion (2019) Health Education England’s Genom-
ics Education Programme - Nursing and Midwifery.
Health Education England: Radisson Blu Edwardian,
London, 1st May




PUBLICATIONS

- Middleton A, Milne R, Atutornu, J... Patch, C, Robarts L, Roberts J,
Morley, K et al (2020) Global public perceptions of genomic data sharing:
what shapes the willingness to donate DNA and health data? American
Journal Human Genetics (online publication 17th September 2020)

- Parkhill J, Lindsay SJ, Jones P.. Roberts J, et al (2020) Oxford Biolo-
gy Primers: Genomics. Oxford: Oxford University Press, pp 47-64

- Tonkin E, Calzone K, Badzek L... Middleton, A, Patch C, et al (2020) A
Maturity Matrix for Nurse Leaders to Facilitate and Benchmark Progress in
Genomic Healthcare Policy, Infrastructure, Education, and Delivery. Jour-
nal of Nursing Scholarship. Published online ahead of print, 27 June

- Middleton A, Patch C,
Roberts J, Milne R, Costa A,
Robarts L, Atutornu J (2020)
Professional duties are now
considered legal duties of
care within genomic med-
icine. European Journal of
Human Genetics. Published
online ahead of print, 8th
June




Your DNA Your Say survey page, Global public perceptions of genomic data sharing, American Journal of Human
Genetics, 2020



- Milne R (2020) Societal considerations in host genome testing for COVID-19. Genetics in Medicine. Published online ahead
of print, 8th June

- Milne, R., and Costa, A, (2020) Disruption
and Dislocation in Post-COVID Futures for Digital
Health. Big Data & Society, vol. 7, issue 2

- Tonkin E, Calzone KA, Badzek L... Middleton A, Patch C, et al (2020) A Roadmap for Global Acceleration of Genomics Inte-
gration Across Nursing. Journal of Nursing Scholarship, vol. 52, issue 3, pp 329-338

- Voigt TH, Holtz V, Niemiec E, Howard HC, Middleton A, Prainsack B (2020) Willingness to
donate genomic and other medical data: results from Germany. European Journal of Human
Genetics. Published online ahead of print, 1st April

- Middleton A, Milne R, et al (2020) Members of the public in the USA, UK, Canada and Austral-
ia expressing genetic exceptionalism say they are more willing to donate genomic data. Euro-
pean Journal of Human Genetics, vol. 28, issue 4, pp 424-434

- Milne R (2020) The rare and the common: scale and the genetic imaginary in Alzheimer’s
disease drug development. New Genetics and Society, vol. 39, issue 1, pp 101-126

- Savard J, Hickerton C, Metcalfe SA... Middleton A, et al (2020) From Expectations to Experi-
ences: Consumer Autonomy and Choice in Personal Genomic Testing. AJOB Empirical Bioeth-

ics, vol. 11, issue 1, pp. 63-76

- Fellmann F, Rial-Sebbag E, Patch C, et al (2020) ESHG PPPC Comments on postmortem use of genetic data for research
purposes. European Journal of Human Genetics, vol. 28, pp 144-146, February

- Wright CF, Ware JS, Lucassen AM... Middleton A, et al (2019) Genomic variant sharing: a position statement [version 2;
peer review: 2 approved]. Wellcome Open Research, vol. 4, no. 22



- Fellmann F, van EI CG, Charron P.. Patch C, et al (2019) European recommendations integrating genetic testing into
multidisciplinary management of sudden cardiac death. European Journal of Human Genetics, vol. 27, pp 1763-1773

- Milne R, Morley KI, Howard H... Atutornu J, Farley L, Middleton A, et al (2019) Trust in genomic data sharing among
members of the general public in the UK, USA, Canada and Australia. Human Genetics, vol. 138, issue 11-12, pp 1237-1246

- Sanderson SC, Hill M, Patch C, Searle B, Lewis C, et al (2019) Delivering genome se-
quencing in clinical practice: an interview study with healthcare professionals involved in
the 100 000 Genomes Project. BMJ Open, vol. 9, issue 1

- Lewis C, Loe BS, Sidey-Gibbons C... Patch C, et al (2019) Development of a measure of
genome sequencing knowledge for young people: The kids-KOGS. Clinical Genetics, vol.
96, issue 5, pp 411-417

- Savard J, Hickerton C, Tytherleigh R... Middleton A, et al (2019) Australians” views and
experience of personal genomic testing: survey findings from the Genioz study. European
Journal of Human Genetics, vol. 27, issue 5, pp. 711-720

- Savard J, Hickerton C, Tytherleigh R... Middleton A, et al (2019) Australians” views and
experience of personal genomic testing: survey findings from the Genioz study. European
Journal of Human Genetics, vol. 27/, issue 5, pp. 711-720

- Middleton A, Milne R, et al (2019) Attitudes of publics who are unwilling to donate DNA data for research. European
Journal of Medical Genetics, vol. 62, issue b, pp 316-323

- Metcalfe SA, Hickerton C, Savard J... Middleton A, et al (2019) Australians” perspectives on support around use of per-
sonal genomic testing: Findings from the Genioz study. European Journal of Medical Genetics, vol. 62, issue b, pp 290-299



- Middleton A, Milne R, Robarts L, Roberts J,
Patch C (2019) Should doctors have a legal duty
to warn relatives of their genetic risks? The Lan-
cet, vol. 394, issue 10215, pp 2133-2135
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- Machirori M, Patch C, Metcalfe A (2019) Black and Minority Ethnic women’s
decision-making for risk reduction strategies after BRCA testing: Use of context and
knowledge. European Journal of Medical Genetics, vol. 62, issue b, pp 376-384

- Patch C, Middleton A (2019) An evolution from genetic counselling to genomic
counselling. European Journal of Medical Genetics, vol. 62, issue 5, pp 288-289

- Roberts J, Archer L, DeWitt J, Middleton A (2019) Popular culture and genet-
ics; friend, foe or something more complex¢ European Journal of Medical Genetics,
vol. 62, issue 5, pp 368-375

- Chico V (2019) Reasonable expectations of privacy in non-disclosure of famil-
ial genetic risk: What is it reasonable to expect? European Journal of Medical Ge-
netics, vol. 62, issue 5, pp 308-301

- Abacan M, Alsubaie L, Barlow-Stewart K... Middleton A, et al (2019) The Global
State of the Genetic Counseling Profession. European Journal of Human Genetics,
vol. 27, issue 2, pp 183-197

- SundbyA Watt Boolsen M, Sglvsten Burgdorf K... Middleton A et al (2019) The preferences of potential stakeholders in
psychiatric genomic research regarding conse /pﬂ@dureﬁwﬁforma’uon delivery. European Psychml 55, pp 29-35
- Calzone K, Kirk M, Tonkin E... Middleton A/(2018) Increasmg n rsmg capacity in genomics: Overview of existing global
genomics resources. Nurse-Education Today, vol. 69, pp 5 \ /

_ Lawler M, Morris A, Sullivan R... Middleton A, et al (2 1Mdmap for\restoring trust in Big DaEa T Lancet Onc Iogy

vol. 19, issue 8, -1015 ) - /J
// / /




- Middleton A, Patch C, Biesecker B (2019) Editorial: World congress on ge-
netic counselling. European Journal of Medical Genetics, vol. 62, issue 5, pp 287

B Middleton A, Patch C, Biesecker B (Eds) (2019) Evidenced-Based Genetic
Counselling [Special issue]. European Journal of Medical Genetics, vol. 62, issue 5




- Metcalfe SA, Hickerton C, Savard J... Middleton A (2018) Australians” views on personal genomic testing: focus group
findings from the Genioz study. European Journal of Human Genetics, vol. 26, pp 1101-1112

- Middleton A, Niemiec E, Prainsack B... Farley L, Morley KI, et al (2018) *Your DNA, Your Say’: global survey gathering atti-
tudes toward genomics: design, delivery and methods. Personalized Medicine, vol. 15, issue 4, pp 311-318

- Patch C, Middleton A (2018) Genetic counselling in the era of genomic medicine. British Medical Bulletin, vol. 126, issue
1, pp 27-36

- Calzone KA, Kirk M, Tonkin E... Middleton A (2018) The Global Landscape of Nursing and Genomics. Journal of Nursing
Scholarship, vol. 50, issue 3, pp 249-256

- Ormond KE, Laurino MY, Barlow-Stewart K... Middleton A (2018) Genetic counsel-
ling globally: Where are we now? American Journal of Medical Genetics (Special Issue:
Genetic Counselling in the Era of Precision Medicine), vol. 178, issue 1, pp 98-107

- Middleton A (2018) Society and personal genome
data. Human Molecular Genetics, vol. 27, issue R1, pp R8-
R13.

- Thorogood A, Bobe J, Prainsack B... Middleton A et al
on behalf of the Participant Values Task Team of the Global
Alliance for Genomics and Health (2018) APPLaUD: access
for patients and participants to individual level uninterpret-
ed genomic data. Human Genomics, vol.12, article 7




- Roberts J, Middleton A (2018) Genetics in the 21st Century: Implications for patients, consumers and citizens [version 2;
peer review: 4 approved]. F1000Research, vol. 6, issue 2020

- Sundby A, Boolsen MW, Burgdorf KS... Middleton A (2017) Stakeholders in psychiatry and their attitudes toward receiving
pertinent and incident findings in genomic research. American Journal of Medical Genetics Part A, vol. 173, issue 10, pp 2649-

2658

- Ormond KE, Mortlock DP, Scholes DT... Middleton A et al (2017) Human Germline Genome
Editing. American Journal Human Genetics, vol. 101, issue 2, pp 167-176

- Gray K, Stephen R, Terrill B... Middleton A et al (2017) Consumer Health Informatics As-
pects of Direct-to-Consumer Personal Genomic Testing. Studies in Health Technology and
Informatics, vol. 245, pp 89-93

- Middleton A (2017) Data Sharing and Participation: Your DNA, Your Say. The New Bioeth-
ics, vol. 23, issue 1, pp 74-80

- Middleton A, Mendes A, Benjamin CM, Howard HC (2017) Direct to consumer genetic
testing - where and how does genetic counselling fit¢ Personalized Medicine, vol. 14, issue 3, pp 249-257

- Parry V, Middleton A (2017) Socialising the Genome. The Lancet, vol. 389, issue 10079, pp 1603-1604

- Middleton A, Marks P, Bruce A... Patch C, et al (2017) The Role of Genetic
Counsellors in Genomic Healthcare in the United Kingdom: A Statement by
the Association of Genetic Nurses and Counsellors. European Journal Human
Genetics, vol. 25, pp 659-661

- Wright C, Middleton A, Barrett JC, Firth HV, FitzPatrick DR (2017) Returning
genome sequences to research participants: Policy and practice [version 1;
peer review: 2 approved]. Wellcome Open Research, vol. 2, issue 15




PRESENTATIONS, CONFERENCES AND
PUBLIC ENGAGEMENT

- Milne R (2020) Living in risk: bodies and space in ‘early” disease detection. London School of Hygiene and Tropical Medi-
cine medical anthropology seminar, December (up coming)

- Milne R (2020) Ethical challenges in the data-driven detection of dementia. In: 2020 Alzheimer Europe conference sym-
posium on Dementia research and Al: ethical, legal and social implications, October (up coming)

- Costa A, Milne R (2020) Detecting value(s): moral economies of digital innovation in early disease detection. Society for
the Social Studies of Science: 4S/European Association for Studies of Science and Technology conference, August

- Milne R, Costa A, Brenman N (2020) Casting long shadows: phenotyping dementia and the making of the digital age-
ing subject. Society for the Social Studies of Science: 4S/European Association for Studies of Science and Technology confer-
ence, August

- Middleton A (2020) Ethics and genomic data sharing: global public attitudes. In: Board of Genetic Counselling India 5th
Annual e-Conference 2020. 02 June. Online



- Roberts J (2020) Problematic concepts in science communication: deficits, dialogues and expertise. Invited speaker as a
part of the Society and Ethics Research Seminar Webinar Series. 28 July. Online

- Patch C (2020) How do we ‘do’ consent? Clinical & research models in genomic medicine 100,000 Genomes Project and
beyond. Invited speaker as a part of the Society and Ethics Research Seminar Webinar Series. 12 August. Online

- Milne R (2020) Covid and Society: The implications of immunity passports. Invited speaker as a part of the Society and
Ethics Research Seminar Webinar Series. 9 July. Online

- Patch C, Roberts L (2020) A conversation between Christine Patch of Genomics England and Lauren Roberts of SWAN.
Session 0103: Diagnosing Undiagnosed Rare Disease Patients: Tools and Resources to strengthen the voice of the undiagnosed
Rare Disease Community at the 10th European Conference on Rare Diseases & Orphan Products. Online, 15th May



- Middleton A (2020) How to help society interact with
genomic technology. Invited plenary speaker. European So-
ciety of Human Genetics 2020 Virtual Conference. 8 June.
Online

- Patch C (2020) Implementing a hybrid clinical/research
model in genomic medicine: post 100,000 Genomes Project.
Spoken presentation. European Society of Human Genetics
2020 Virtual Conference. 8 June. Online




- Costa A, Frankova V (2020) What next after the search for a diagnosis¢ Hearing families” experiences. Spoken
presentation. Session 0104: What’s Next After the Search for a Diagnosis¢ The Future of Specialised Health Services at
the 10th European Conference on Rare Diseases & Orphan Products. Online, 15th May




- Milne R, Middleton A (2020) Your DNA, Your Say: Global public views on sharing genomic data. Invited presentation at
Genomics in Health Implementation Forum. Online. 23rd March

- Patch C: Programme Committee Theme Leader (2020) The 10th European Conference on Rare Diseases & Orphan Prod-
ucts, 14-15th May Online




Jerome Atutornu’s translation of the Your DNA Your Say survey into Twi (above, left) and him recording the Twi audios in the
Radical Lounge Studios, Ipswich (above, right)



- Middleton A, Roberts J (2020) Panel Discussion: Information Giving Versus Counselling in Genetic Counselling. Festival of
Genomics. London, UK, 30th January

- Roberts J (2020) Genetics in Pop Culture: Friend or Foe. Festival of Genomics. London, UK

- Milne R (2019) From Genomes to GPS: socially responsible research and the future of data-driven medicine. Invited speaker
as a part of the Society and Ethics Research Seminar Series. 9 December. Wellcome Genome Campus, Cambridge, UK

- Milne R (2019) Ethics and Al in medicine. Invited speaker as a part of the Sanger/EMBL-EBI Seminar Series. 3 December.
Wellcome Genome Campus, Cambridge, UK

- Milne (2019) Ethical challenges associated with the prediction and prevention of Alzheimer’s disea presentation at
the PQMUL MOHR Intergrated Academic Training Symposium: Prediction and Prevention in Neurodegéenerative Disease. London,

and the Association of Genetic Nurses and Counsellors. Cambridge, UK, 2nd October. panel chair/public engagement



WELLCOME GENOME CAMPUS

SOCIETY AND ETHICS RESEARCH E‘T’ﬁ%gg“
SEMINAR SERIES RESEARCH

From Genomes to GPS:
socially responsible research and
the future of data-driven medicine

Dr Richard Milne | wellcome Genome Campus Society and Ethics Research

Monday 9 December 12:30-13:30

Kendrew lecture theatre, Wellcome Genome Campus, CB10 15A

The future of medicine is increasingly described in terms of ability of big data analytics
to inform disease detection, diagnosis and treatment. Dr Milne will discuss the social and
ethical questions associated with the collection, sharing and use of biomedical data at
scale. He will report findings from the global Your DNA, Your Say study of public attitudes
to genomic data sharing and ongoing work on challenges associated with data-driven
medicine.

Guests external to Campus please register at
bit.ly/SERseminarDDM g8§EE8EING




- Middleton A, Milne R (2019) Your DNA Your Say. Invited plenary
presentation at the Global Alliance for Genomics and Health 7th Plenary
Boston, USA, 22nd October

- Milne R (2019) Learning from experiments in public and participant
involvement. Invited presentation at the 6th International Workshop on
Genome Privacy and Security (GenoPri"19) Boston, USA, 21st October

- Patch C (2019) Genetic Counselling in the Era of Genomics Medi-
cine. Invited speaker as a part of the 6th Congress of the Serbian Genet-
ic Society. 13 October. Hotel Fontanta, Vrnjallka Banja, Serbia

- Milne R (2019) Your DNA, Your Say: Public perceptions of genomic
data sharing. Symposium on Personal Control of Genomic Data for Re-
search. Bethesda, Maryland, USA via web, 26th September. Spoken pres-
entation




- Atutornu J (2019) Ethnicity and ancestry in genomics. Invited speaker, EDIS Symposium, Wellcome Genome Campus,
9th September. Hinxton, Cambridge

- Atutornu J (2019) Scientific and ethical imperatives for opening up genomic research. “Let’s get genomical” Pint of Sci-
ence. Cambridge, UK, 22nd May. Spoken presentation/public engagement

- Middleton A (2019) Your DNA Your Say! “The genom-
ic revolution: searching for a cure for the 1in 17" Pint of
Science. Cambridge, UK, 22nd May. Spoken presentation/
public engagement

- North K, Hill S, Goodhand P. Middleton A, Gaff C,
Rehm H, Stark Z (2019) Panel: Sharing Resources - moving
from research into clinical care at the 2019 National Initia-
tives Meeting. London, UK, 3rd May

- Patch C, Gaff C (2019) ‘Research use of clinical
(genomic) data: Experience of Genomics England/NHS
and Australian Genomics.” 2019 National Initiatives Meeting.
London, UK, 3rd May

- Milne R (2019) Learning from Patients, Learning from
Animals: translation in dementia research. ‘Patient and Public Involvement and Engagement (PPIE) with Animal Research-Sci-
entist and Stakeholder Workshop’. 11th April, London

- Patch C (2019) Delivery of ethical and effective genomics health care. Invited speaker, Winds of Change, 43rd Human Ge-
netics Society of Australasia (HGSA)

Annual Scientific Meeting. 4 August.

Wellington, New Zealand




- Patch C (2019) Genetic Nurse to Genetic Counsellor to Genomics: Reflection on 30 years. European Society for Hu-
man Genetics Annual Conference, ELPAG Awards Lecture. Gothenburg, Sweden, 17th June. Spoken presentation

- Middleton A (2018) Public attitudes towards genomics and genomic data sharing. Responsible Genomic Data Sharing Pan-
el: Right to Benefit at the Global Alliance for Genomics and Health (GA4GH) 6th Plenary. Basel, Switzerland, 4th October

- Middleton A (2018) How is society responding to genomics? Invited speaker at New Scientist Instant Expert Masterclass,
You and Your Genome.” 2 June, London

- Middleton A (2018) Society and Ethics Research 2017/2018 Review. Presentation at the Connecting Science Annual Re-
view, 22nd May, Wellcome Genome Campus Conference Centre, Cambridge

- Middleton A (2018) How is society responding to genomics? Invited speaker at New Scientist Instant Expert Masterclass,
You and Your Genome.” 2 June, London



- Middleton A (2018) Public Engagement Efforts: Your DNA, Your
Say. Second International Summit on Human Genome Editing, Hong

ing the public in conversations about
gnomics: making personalised medicine resonate. 1st European Alli-
ance for Personalised Medicine Cangress. 27-30 November, Belfast

- Boardman F (2019) Unravelling Disability’s
DNA: Experience and |dentity in a Genomic Age.
Invited speaker as a part of the Society and Ethics
Research Seminar Series. 14 January. Wellcome
Genome Campus, Cambridge, UK

- Middleton A (2018) Society and Ethics
Research 2017/2018 Review. Presentation at the
Connecting Science Annual Review, 22nd May,
Wellcome Genome Campus Conference Centre,
Cambridge

-Middleton A (2018) Cambridge Science Festival
2018, Genomics in a Jiffy, 22 March. Michael-
house Cafe, Cambridge, UK

- Middleton A (2018) Your DNA, Your Say -
public attitudes towards genomic data sharing.
Festival of Genomics. London, UK, 30th January



- Middleton A (2018) ‘Music of Life” a new metaphor for genomics, delivered as film within genetic counselling. EMPAG
conference within European Society of Human Genetics Conference. Milan, 16th June

- Middleton A (2017) Your DNA, Your Say. Ge-
netics Society/British Society for Genetic Medicine
Meeting. Royal Society, London 23-24 November

- Middleton A (2017) Your DNA, Your Say.
GA4GH 5th Plenary. Hilton Orlando, USA 17th Oc-
tober. Spoken presentation

- Chico V (2017) ABC v St Georges Healthcare
NHS Trust: Sharing genetic information in families.
World Congress on Genetic Counselling. 4th-6th
Oct. Wellcome Genome Campus, Cambridge, UK

- Roberts J (2017) Genetics and Popular
Culture. World Congress on Genetic Counselling. 4th-6th Oct. Wellcome Genome Campus, Cambridge, UK

- Middleton A (2017) World Congress on Genetic Counselling, 4 - 6 October. Wellcome Genome Campus, Cambridge, UK

- Middleton A (2017) Socialising the Genome - making genomics resonate. World Congress on Genetic Counselling, 4th Oc-
tober, Cambridge UK. Spoken presentation

- Middleton A (2017) Making genomics more ‘sociable’: talking to patients about the sciencge. |
Outcomes: Genomics Transforming Healthcare. Yorkshire and Humber NHS Genomics Medici
dio Venues, Leeds

- Middleton A (2017) Engaging with our Research: Your DNA, Your Say. Wellcome Trust Bac
September



- Wayne MacGregor, contemporary dance choreographer. The Society and Ethics Research group were consulted as
experts on genomics and ethics for the 2017 dance performance and tour called (chor.) 2017," Autobiography” premiered 5
October- 6 October 2017, Sadler’s Wells Theatre, London, UK, viewed 4 October 201/



- Middleton A (2017) Who decides what's right in genomics - why the public matters. Kaleidoscope Melting Pot event. Lon-
don 20 Sept

- Middleton A (2017) Socialising the Genome - making genomics resonate. World Congress on Genetic Counselling. 4th-
6th Oct. Wellcome Genome Campus, Cambridge, UK

- Middleton A (2017) Socialising the Genome via Your DNA, Your Say. 17th Biennial Congress of the Southern African Society
for Human Genetics. 14th August. Durban, S.Africa

- Middleton A (2017) Socialising the Genome (how we did it). GC-SA Genetic Counsellors Workshop. SASHG Bienneial Con-
gress. 12th August. University of Kwazulu-natal, S.Africa

- Middleton A (2017) Genomic Counselling. Genetic Counsellors Workshop at the SASHG Biennial Congress 2017. 12th Au-
gust. University of Kwazulu-Natal, S.Africa

- Middleton A (2017) Socialising the Genome. Genetic Counsellors Workshop at the SASHG Biennial Congress 2017. 12th
August. University of Kwazulu-Natal, S.Africa

- Middleton A (2017) Socialising the Genome. Invited key-
note at the Congresso Interdisciplinar en Genetica Humana
25-28 April, Madrid

- Middleton A (2017) Public Perceptions of Genomics. In-
vited keynote at the Association of Genetic Nurses and Coun-
sellors annual conference. Leeds, 24th April

- Middleton A (2017) Ethics and Genetics. Invited pres-
entation to the Forward Institute Leaders residential course,
22nd March, Wellcome Genome Campus Conference Centre,
Cambridge




- Middleton A (2017) Your DNA, Your Say. Cambridge Festival of Science evening event with the public. 13th March, Michael-
House cafe, Cambridge

- Patch C (2019) Genomics, patients and families; the practice of genetic counselling. Invited speaker, Swiss Society of
Medical Genetics Annual Meeting 2019. 4 April. Lausanne, Switzerland

- Alexander A, Bodra A, Milne R, Whitaker K, (2019) Automating the crowd: Who is the real Mechanical Turk¢ 22nd January.
The Alan Turing Institute, London, UK

- Milne, R (2019) I'm a Scientist Get Me Out of Here. Discussions on genetics with school children based around 2018 Royal
Institution Christmas lectures. [online] January

- Middleton A (2018) How is society responding to genomics? Second Annual Genomic Medicine Conference. Cambridge,
UK, 5th December. Spoken presentation

- Middleton A (2018) Your DNA, Your Say - public opinion on data sharing. RAREfest 2018. Cambridge, UK, 1st December.
Spoken presentation

- Middleton A (2018) 'Public responses to genomics - global views’. 2nd EAPM Congress. Milan, Italy. 26th November. Spo-
ken presentation

- Middleton A (2016) Socialising the Genome. Invited Ann McPherson Memorial Lecture. Green Templeton College, 10th
October, Oxford

- Middleton A (2016) Prioritising Partici-
pation: Your Genome, Your Research Agenda.
Introduction to Participant GeCIP for Social
Science and Ethics. Wellcome Trust, 29th
September, London



- Roberts, J (2018) Science on Screen. Panel discussion at the Francis Crick Institute, 7 November

- Roberts, J (2018) Introduction to early years researching. Presentation: British Society Genetic Medicine annual meet-
ing, 2 October

- Chico, V (2016) Sharing genetic information in families. Kendrew Auditorium, EBI, Wellcome Genome Campus, Cam-
bridge, England 26th September. Spoken presentation

- Middleton A (2016) Genome Data Privacy. Invited panel member for public event by the British Science Association, sup-
ported by Genomics England. Wellcome Collection, 20 September, London

Middleton A (2016) DNA and Big Data. Invited panel memberand presenter on Personalised Medicine: The Promise, the
Hype and the Pitfalls. University of Oxford. 9 September, Oxford

- Middleton A (2016) Invited Closing Keynote Speaker: Socialsing the Genome. International Society of Nurses in Genetics
(ISONG) World Congress, 6th August, Dublin, Ireland. Spoken presentation

- Middleton A (2016) Attitudes towards genomic data sharing. Curating the Clinical Genome conference, 23rd June, Cam-
bridge UK. Spoken presentation




- Middleton A, Borra J, Parry V, Nevin-Ridley K, Sanders A, Rayner J (2016) Socialsing the Genome. European Society of Hu-
man Genetics, 23rd May, Barcelona, Spain. Spoken presentation

- Roberts J (2016) Futue of personalised medicine. Pint of Science, 30 May

- Middleton A (2016) Gathering attitudes from the public towards data sharing: survey and films. CHIPME meeting, 21st May,
Barcelona, Spain

- Middleton A (2016) Teaching technology and genomics in a rapidly changing environment in the UK. Global trends in genetic
counsellor education. Transnational Aliance of Genetic Counseling (TAGC) Fourth International Meeting. The Global State of Ge-
netic Counseling, 20th May, Barcelona, Spain

- Middleton A (2016) Invited chair and organiser of the credentialing session for Transnational Aliance of Genetic Counseling
(TAGC) Fourth International Meeting. The Global State of Genetic Counseling, 19th May, Barcelona, Spain

- Middleton A, Borra J, Parry V, Nevin-Ridley K, Sanders A, Rayner J (2016) Socialising the Genome. International Congress of
Human Genetics. 036-6. Kyoto, Japan 7th April. Spoken presentation

- Middleton A on behalf of the DDD project (2016) Engaging 7,000 people about the return of results from sequencing re-
search. International Congress of Human Genetics. CIS18-4. Kyoto, Japan bth April. Invited Plenary Spoken presentation




TEACHING

- Milne R (2020) Ethics, Genomics and Society. Stem Cell Research doctoral training centre, King’s College London, 17th
January

- Middleton A (2019) Delivered lecture on the Molecular Pathology and Diagnosis of Cancer course. Advanced Courses and
Scientific Conferences, Connecting Science, Wellcome Genome Campus. Cambridge UK, 21 November

- Milne R (2019) Ethics and Genomics. Current ethical issues in ggenomics (Workshop). 4-Year PhD Programme, Wellcome
Trust Sanger Institute & University of Cambridge, 19th June

- Roberts J and Middleton A (2019,
2020) Designed and wrote What is Genet-
ic Counselling for FuturelLearn, a 6 week
course, 2 hours per week, collaborating
with Wellcome Genome Campus Advanced
Courses and Scientific Conferences. Online,
June

- Middleton A (2019) Delivered course
introduction on the Genomic Practice for
Genetic Counsellors course. Advanced
Courses and Scientific Conferences, Con-
necting Science, Wellcome Genome Cam-
pus. Cambridge UK, 28 January






- Milne R (2019) Genomics and Ethics. Stem Cell Research doctoral training centre, King’s College London, 11th
January

- Milne R (2018) Teaching: Responsible Research and Innovation in Big Data Research, Computer Science doctor-
al training centre, University of Cambridge, December

Milne R (2018) Ethics and Genomics. Teaching on Responsible Research and Innovation in Big Data. The Centre for
Scientific Computing, University of Cambridge, December

- Middleton A and Kenwrick Sue (co-module leads) (2017 and 2018) Designed, delivered and co-ordinated the
Counselling Skills for Genomics module (150 hours) on the Mst Genomic Medicine for health professionals, supported
by Health Education England. University of Cambridge, 3-7 April

- Middleton A (2017) Designed and co-delivered the yearly Genomic
Practice for Genetic Counsellors course, 3 day course. Advanced Courses
and Scientific Conferences, Connecting Science, Wellcome Genome Cam-
pus. Cambridge UK, 7 February




- Roberts J (2018) MSt Genomic Medicine (Module 1) Cambridge University, October

- Middleton A (2018) Delivered course introduction on the Genomic Practice for Genetic Counsellors course. Advanced
Courses and Scientific Conferences, Connecting Science, Wellcome Genome Campus. Cambridge UK, 6 February

- Roberts J (2018) MSt Genomic Medicine (Counselling Module) Cambridge University, April

Middleton A (2016) Socialising the Genome: Policy implications of genomics. Teaching on the Master programme at POLIS
University of Cambridge, 17th Nov, 1st Dec, two hour sessions

- Middleton A (2016) Ethics and Genomics. Teaching on the Wellcome Trust Advanced Course for professionals: Molecular
Pathology and Diagnosis of Cancer, Genome Campus, Hinxton, Cambridge, 14th October

Middleton A (2016) Tutor on Public Engagement Masterclass,Conference Centre, Wellcome Genome Campus, Cambridge,
20-22 July



EXTERNAL GRANTS

- Anna Middleton: The Genioz Study (2019) Australian Research Council Discovery grant “Understanding the Australian pub-
lic's expectations of personalised genomics” awarded to The University of Melbourne in November 2014, DP150100597, Co-In-
vestigators: Prof Sylvia Metcalfe (Australia), Dr Ainsley Newson (Australia), Dr Kathleen Gray (Australia); Ms Bronwyn Terrill (Aus-
tralia), A/Prof Clara Gaff, (Australia), Dr Anna Middleton (UK), Prof Brenda Wilson (Canada)

(8582,200)

- Richard Milne: Alzheimer’s Association Research Grant (AARG) (2019) “"Co-creating an ethical framework for social media
use in prevention trials” Co-applicants: Julie Robillard (Canada), Serge Gauthier, McGill University (Canada) Matthew Larriviere

(UK) ($147,000)

- Richard Milne: Wellcome Trust Seed Award in Humanities and Social Science (2018) For "An empirical ethics study of the
development of data driven techniques for the assessment of cognition” (£90,000)

- Anna Middleton: Translation Fund grant, Biodata Innovation Centre (2017) For “"Music of Life” (£50,000)

- Anna Middleton: Personal fellowship Wellcome Public Engagement (2016) ‘Socialising the Genome” (£40,000)

- Anna Middleton: Genomics England (2016) ‘Socialising the Genome” (£40,000)

- Anna Middleton: Academic Courses and Scientific Conferences Retreat grant, “A global genomics nursing alliance to accel-
erate integration of genomics into everyday professional practice”, Weticome Trust. Co-applicants: Prof Maggie Kirk (UK}, Prof
Laurie Badzek (USA), Dr Caroline Benjamin (UK), Dr Kathleen Calzone (USA), Dr Jean Jenkins (USA), Dr Anna Middleton (UK), Dr
Emma Tonkin (UK) (£30,000)

- Anna Middleton: Medical Humanities Small Grant “Prioritising Participation”, 203161/2/16/Z, Wellcome Trust.Co-appli-
cants (all UK): Dr Pauline McCormack, Prof Simon Woods, Dr Anna Middleton, Dr Julia Willingale-Theune, Dr Steve Scott, Dr Saskia
Sanderson, Prof Chris McKevitt (£4,955)






Alessia Costa conducting an interview with a member of the public via Zoom for the SPACE project, 2020



TRADITIONAL PRESS/MEDIA

- Arney K (2020) Interview with Richard Milne and Anna Middleton. The Alzheimer’s Gene [Ingenious, BBC Radio 4] 9th
April

- Murphy M (2019) Quotes from Anna Middleton. ‘How popular at-home DNA tests are putting a strain on the NHS" The Tel-
egraph. 24th December

- Eugenic’s: Science’s Greatest Scandal (2019) Interview with Anna Middleton. BBC 4

- Graham, K (2019) Quotes from Jonathan Roberts. "Would you ask DNA detectives to predict if your child might get can-
cere¢ Thousands of families now use gene tests to see what the future holds.” The Daily Mail. 3rd June

- Graham, K (2019) Quotes from Anna Middleton. ‘The DNA Dilemna’, Marie Claire UK, June 2019 pp.144-145
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- Graham K (2019) Interview with Jonathan Roberts. Would you ask DNA
detectives to predict if your child might get cancer? Thousands of families
now use gene tests to see what the future holds. Daily Mail. 3 June

- Selwyn Magazine (2019) Interview with Chrystal Ding. Genetopia: The
personal stories and striking portraits behind genetic testing. Made in asso-
ciation with the Society and Ethics Research team. Summer 2019, Issue 26,

pp 19

- Scialom M (2019) Interview with Anna Middeton. 'DNA genie left bottle
with ancestry testing’, says Wellcome ethics researcher. Cambridge Inde-
pendent. Published online 22 May

- Cocker R (2019) Quotes from Anna Middleton. ‘This Harvard scientist
wants your DNA to wipe out inherited diseases - should you hand it over?’
The Telegraph. 16 March

- McKie R (2019) Interview with Anna Middleton. "At last, hope for fam-
ilies living in the shadow of Huntington’s disease: An innovative drug may
soon offer new ways to fight this cruel inherited condition.” The Guardian. 3
March

- Varghese S (2019) Quotes from Richard Milne. "How early is too early to
find out you've got an incurable disease?” WIRED. 5 February

- Porter M (2019) Interview with Anna Middleton. Inside Health on the
ABC versus St Georges NHS Trust legal case. Programme: ‘Genes and con-
fidentiality; sore throats and cancer; diet for epilepsy; shaving for hospital
drips” interview by Mark Porter [Radiol. BBC Radio 4 Inside Health. 5 Febru-
ary

- Roberts J (2018) Huntington’s Disease: Would you want to know? Bio-
logical Sciences Review. Vol 30, Issue 4. April



- Cocker, R (2019) Quotes from Anna Middleton. ‘A mail-order DNA test revealed | had a half-brother | knew nothing
about.” The Telegraph. 26th January

- Bates M (2018) Quotes from Anna Middleton. ‘Direct-To-Consumer Genetic Testing: Is the public ready for simple,
at-home DNA tests to detect disease risk?’ [EEE Pulse Magazine, Nov/Dec 2018 issue. Published online 14th December

- Mills, G, (2018) Interview with Anna Middleton. Controversial CRISPR Babies. [The Naked Scientist podcast]. [radio]
11th December

- Scialom, M, (2018) Interview with Anna Middleton. ‘Cambridge life scientists comment on first-ever gene-editing of
two girls in China.” Cambridge Independent. Published online 5 December

- Fok, P (2018) Interview with Anna
Middleton. Gene-editing baby con-
troversy: Chinese researcher explains
details of medical trial. CGTN News

- McKie, R (2018) Interview with
Anna Middleton. '‘Woman who in-
herited fatal illness to sue doctors in
groundbreaking case.” The Guardian.
25th November

- Scialom, M, (2018) Interview with
Anna Middeton. 'A RAREfest insight
into genetic medicine.” Cambridge
Independent, 4 October 2018, pé.
Published online 3 October

- Patel D, (2018) Interview with Anna Middleton. DNA+ Money, Radio 1 Stories. BBC iPlayer Radio 1



- Katz, L (2018) Cited Anna Middleton. Company Wayne McGregor innovates in ‘Autobiography.” The San Francisco

Examiner. @ March

- McVie, R, (2017) Cited Anna Middleton. "Warnings over shock dementia revelations from ancestry DNA tests.” The

Guardian, 27 August 201/, p6

- Mann, C, (2017) [radiol. Interview with Anna Middleton. The Dotty McLeod Breakfast Show. BBC Radio Cambridge-

shire. 21 June. 8:00

- Mills, G, (2017) [radiol. Interview with Anna Middleton
Should | sequence my genes?¢ University of Cambridge Ra-
dio. 13 April

- Mills, G, (2017) [radiol. Interview with Anna Middleton.
Who owns your DNA data?¢ Part of the show Should | se-
quence my genes¢ University of Cambridge Radio. 13 April

- Mills, G, (2017) [radiol. Interview with Jonathan Rob-
erts. Do your genes reveal your disease destiny¢ Part of the
show Should | sequence my genes?¢ University of Cambridge
Radio. 13 April

- Thomas K, (2016) Interview with Anna M|ddleton Global Alliance for Genomics and Health [TV] Cambridge TV News.

1November / .
Ve \ /

N\

- AN

/ AN

Ve \

- [ PageA, (2016) Interwew with Lauren Robarts (nee Farley) Socialising the Genome and Your DNA, Y@ur Say at inter-
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- Thomes K }dé Interwew with Anna Middleton/ Human Genetics. \[TV]. Cambridge TV News p/éctober \\

- Interview with Jonathan R’oberts (2016) "Genetics” interview for?”mbridge TV News [TV]. Cambridge TV. 27/Ju|y
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- Interview with Anna Middleton (2016) “Public Perception
of Genomics” interview for Cambridge TV News [TV]. Cam-
bridge TV, 27 July

- Jameson, A (2016) Interview with Anna Middleton. Ge
genie almost out of the bottle. The National [Onlinel

- Arney, K (2016) [radio]. Interview with A iddleton.
Talking about genes, interview with Anna Middleton. Univer-
sity of Cambridge Radio. 5 April

- Stewart, L, (2016) [radiol. Invited expert Jonathan
Roberts. Sharing Genetic Information, Inside the Ethics
Committee. BBC Radio 4. 16 September

- McKie, R (2016) Quotes and research featured from
Anna Middleton. ‘Can’t figure out genetics? Here’s a handy
guide: Advertising expert joins project to explain science in
plain English.” The Guardian. 13th March




Simmonds S, (2016) Interview with Anna Middleton. ‘Simple Genetics” [TV]. Sky News 15th March




MULTIMEDIA PRODUCED IN HOUSE

- Robarts L (2020) Showreel: Highlights of the SER Team 2016-2020. Accessible here: http://bit.ly/SER2020

- Robarts L (2019) Society and Ethics Research Wellcome Ge-
nome Campus. Delegates from the 2019 World Congress on Genet-
ic Counselling

- Robarts L (2019) Society and Ethics Research: Behind the
Scenes. Wellcome Genome Campus

- Robarts L (2018) Future of Genetic Counselling

- Robarts L (2018) Your DNA Your Say-the survey and translations

- Robarts L, Boardman F (2019) Unravelling Disability’s DNA:
Experience and Identity in a Genomic Age. Invited speaker as a
part of the Society and Ethics Research Seminar Series. 14 Janu-
ary. Wellcome Genome Campus, Cambridge, UK

- Robarts L, Middleton A (2018) Society and Ethics Research
2017/2018 Review. Presentation at the Connecting Science An-
nual Review, 22nd May, Wellcome Genome Campus Conference
Centre, Cambridge




- Robarts L (2019) Society and Ethics Research Wellcome Genome Campus. Voices of Genetic Counsellors (playlist)

- Public Engagement exhibition, the content for the exhibition, films and genetic counsellors were all provided by
Society and Ethics Research: "Empowering People: Genetic Counselling in Focus”. 2 October 2019-June 2020, Wellcome
Genome Campus Conference Centre, Cambridge, UK




Christine Patch in the exhibition Empowering People: Genetic Counselling in Focus at the Wellcome Conference Centre



Robarts L (2018) Society and Ethics Research Wellcome Genome Campus. Music of Life: behind the scenes



- Robarts L (2018) World Congress of Genetic Counselling 2017 Highlights
- Robarts L (2017) World Congress on Genetic Counselling 2017 Inspirations

- Robarts L, Roberts J (2017) Genetics and Popular Culture. World Congress on Genetic Counselling. 4th-6th Oct. Well-
come Genome Campus, Cambridge, UK

- Robarts L, Chico V (2017) ABC v St Georges Healthcare NHS Trust: Sharing genetic information in families. World Congress
on Genetic Counselling. 4th-6th Oct. Wellcome Genome Campus, Cambridge, UK

- Robarts L, Middleton A (2017) Socialising the Genome - making genomics resonate. World Congress on Genetic Counsel-
ling, 4th October, Cambridge UK. Spoken presentation

- Robarts L (2017) Direct to Consumer Genetic Testing and Genetic Counselling

- Robarts L (2017) Society and Ethics Research Wellcome Genome Campus. G2NA Retreat Highlights - 23-25 Jan 2017 -
Wellcome Genome Campus, Cambridge, UK

Wellcome Genom
bridge, England




ONLINE BLOGS, PODCASTS AND MEDIA:

by SER and written by others about our work

- Patch, C (2020) The impact of Covid-19 on rare disease communities. [Blog] Genomics Education Programme. 16h June

- Genetics Literacy Project (2020) Podcast: Anna Middleton interviewed for podcast: Can you inherit more than half your
genes from one parent? Debunking genomic myths and misconceptions. Genetic Literacy Project: Science Not Ideology [On-
line]

- Arney, Kat (2020) Can you have a ‘perfect genome’? Myths and misconceptions in genomics [Genetics Unzipped: The Ge-
netics Society podcast, $3.06] 12th March

- Genetics Literacy Project (2020) Podcast: The
phrase "Who's Your (Grand) Daddy’ has shocking rele-
vance to Jack Nunn, as the Australian geneticist learns
of his surprising link to Britain’s most notorious “sper-
minator’. Genetic Literacy Project: Science Not Ideol-
ogy [Online]

- Global Alliance for Genomics and Health (2019)
Your DNA, Your Say Publishes Study on Trust in Eng-
lish-Speaking Populations. GA4GH Blog [Online]

- Petrone, J (2019) Study Investigates Trust in Genomic Data Sharing Initiatives to Inform Future Efforts. genomeweb [Online

- Graham, K (2019) *Would you ask DNA detectives to predict if your child might get cancer? Thousands of families now use
gene tests to see what the future holds.” The Daily Mail. 3rd June



- Milne R, Richard E, Larson EB, Brayne C (2019) Innovation should support societal
responsibility for health. thebmjopinion [Online]

- Arney, Kat (2020) Hidden family secrets revealed by genetic testing [Genetics Un-
zipped: The Genetics Society
Podcast] Season 3, episode 2,
16th January

- BioNews, (2019)
FILM: Talking Genomics with
Patients. BioNews [Online] Is-
sue 997

- Cocker, R (2019) ‘This Harvard scientist wants
your DNA to wipe out inherited diseases - should you hand it
over?” Yahoo News. 16th March

- Boardman, F (2019) Genetic Disability, Experience and the Sorting Society. Wellcome Sanger Institute Blog. 30th Janu-
ary [Online]

- I'm a Scientist Get Me Out of Here. (2019) Richard Milne was invited as an expert scientists on: Discussions on genetics
with school children based around 2018 Royal Institution Christmas lectures.{online] January

- Bates M (2018) "Direct-To-Consumer Genetic Testing: Is the public ready for simple, at-home DNA tests to detect dis-
ease riske’ IEEE Pulse Magazine, Nov/Dec 2018 issue. Published online 14th December

- Mackle, E (2018) Woman sues UK hospital over Huntington’s inheritance. BioNews [Onlinel-tssue 978
- Rameswaram, Sean (2018) Humans 2.0 [Today, Explained by Vox] 30th November

- Page, A; Robarts (nee Farley), L (2018) Your DNA, Your Say: the “why” and the “how”. [Blogl GA4GH



- Atutornu, J (2019) Where next for Genomics¢ Addressing Issues of Equity, Attitudes, and Ethics. University of Suffolk
Blog [Online]

- News-Medical.net (2018) Researchers out-
line the need to maintain public trust in use of
health data for research

- Farmazi, N (2018) “"Do the Public Need a Good Understanding of Genomics¢” Frontline Genomics [Online]

- Front Line Genomics (2018) Festival of Genomics London 2018: the landmark event making genomics mainstream.
[press releasel 5 January 2018

- Stepanova, I. (2017) (To the bank for DNA). Medical Newspaper (Russian) [onlinel/ Available at: http:/www.mgzt.ru/n-
92-ot-6-dekabrya-2017-g/v-bank-za-dnk [Accessed 14 December 2017]

- Middleton, A, (2017) Editing embryos - Could you? Would you? Should you?¢ Views from Genetic Counsellors.In: BioMed
Central: On Biology. 4th August [Accessed 11 Aug. 2017]



- Krasnova, A, (2017) Russia is making a contribution to the study of society’s attitude to genetic information. In:
Medvestnik, News, The Science. 4th August [14 August 2017]

- Ria Novosti (2017) Your DNA Your Say project reviewed in a Russian newspaper: Thieves genes: why British sci-
entists study the views of Russians about

DNA. Ria Novosti [Online]

- Moran, N (2017) Scientific success in
embryo editing re-opens reg debate. BioW-
orld: Actionable Intelligence, Incisive Analysis
[online]

- Fairfield Current (2017) Breakthrough:
Human Embryos Successfully and Safely
Gene-Edited. Fairfield Current [Onlinel]

- Chico, V; Middleton, A (2017) Legal duty
to share genetic information goes to trial.
[Blog] GenomEthics

- Chico, V (2017) Legal duty to share ge-
netic information¢ ABC v St George’s Health-
care NHS Trust. [Blog] GenomEthics

- Green, E (2017) “Your DNA, Your Say” Survey from GA4GH [Blog]. The Genomics Landscape: A monthly newslet-
ter from the NHGRI director

- Page, A (2016) Genomic data sharing on the silver screen. [Blog] GA4GH

- Steer, | 2016. Event Review: Who owns your genome? BioNews [Online] Issue 871.



- Pritchard, E (2016). Image of the Week: Socialising the Genome. [Blog] Wellcome Trust

- Ochert, A 2016. Animations help the public to understand genomics. BioNews [Online] Issue 844

- Middleton, A (2017) Your DNA your say. PHG
Foundation Blog [Online]

- Middleton, A (2017) Your DNA, Your Say.
[Blog] Gene Advisor

- Robarts (nee Farley), L (2016) Society and
Ethics Research films find new festival-going au-
diences. In: Connecting Science

- Walker, F (2016) Here's How to Teach Kids
About Genetics Using Harry Potter: Start them young. Science Alert [online] 19th May

- Roberts, J (2016) Talking about genetics with children¢ Use Harry Potter. [Blog] GenomEthics

- Cancer Core Europe (2016) Your DNA Your Say survey; What if our DNA and medical information were part of our online
footprinte [Blog] Cancer Core Europe



FILM FESTIVAL AWARDS

- Imagine Science Film Festival (2020) Voices of Genetic Counsellors - So Much More Than Just a Test. New York, USA (On-
line). October 16-23

- Raw Science Film Festival (2020) Music of Life: What is a Gene. The Shrine Auditorium, Los Angeles, USA. 16 April

- The Tulane Public Health & Social Justice Film Festival (2020) Voices of Genetic Counsellors: So Much More Than Just a
Test. The Tidewater Building, Tulane University, New Orleans, USA. 3 April

- Oregon Documentary Film Festival (2019) Music of Life: What is a Gene?¢ Portland, OR, USA. 23 March

- International Freethought Film Festival (2017) Socialising the Genome. Gallery at Avalon Island, Orlando, Florida, USA . 5-7
May



New Medial Film Festival (2017) Socialising the Genome. The Landmark, Los Angeles, USA. 6 June
International Freethought Film Festival (2017) Your DNA Your Say. Gallery at Avalon Island, Orlando, Florida, USA. 5-7 May
International Filmmakers Festival (2017) Socialising the Genome. London, UK. 17 February

New Filmmakers New York Winter Showcase (2017) Your DNA, Your Say. Anthology Film Archive, New York City, USA. 8
January

Raw Science Film Festival (2016) Your DNA, Your Say. Zanuk Theatre at Fox Studios, Los Angeles, USA. 10 December
Raw Science Film Festival (2016) Socialising the Genome. Zanuk Theatre at Fox Studios, Los Angeles, USA. 10 December
Viten Film Festival (2016) Your DNA, Your Say. Museum of Natural History, Bergen, Norway. 12 November

Awareness Film Festival (2016) Socialising the Genome. Heal One World, 1 Los Angeles, USA. 10 October




@ ethics@wgc.org.uk @WGCethics u /WGCethics



