
 

  

 

     

 

Public Policy Projects, 

28 Queen Street 

London, EC4R 1BB 

Tel: 0207 839 9305 

publicpolicyprojects.com 

Registered in England & Wales: 05401243 

 

 

 

 

State of the Globe: Bringing the benefits of genome 

sequencing to the world 
Realising the international potential of genomics and the need for  

an interconnected approach 

 
A series of virtual roundtables to collect evidence and formulate policy considerations through a 

report titled State of the Globe: Bringing the benefits of genome sequencing to the world 

 

 

 



 

  

 

     

 

Public Policy Projects, 

28 Queen Street 

London, EC4R 1BB 

Tel: 0207 839 9305 

publicpolicyprojects.com 

Registered in England & Wales: 05401243 

Summary   

   

The genomics revolution, which the world has witnessed over the past three decades, serves as a welcome 

reminder of the capacity for human beings to innovate new solutions to health challenges previously 

considered insurmountable. There has been an explosion of genomics initiatives globally and there is 

tremendous potential for greater international collaboration, both to improve the diversity of the data that 

is collated (at the present time the data is heavily biased towards a Caucasian cohort) and the way that the 

data can be accessed and analysed to improve healthcare outcomes globally by allowing for datasets to be 

established and investigated on a transnational basis. 

 

In a recent UK Ipsos MORI poll1, it was recognised that general public understanding and awareness of 

genomics is low, both in terms of the fundamentals and the potential health benefits that can be derived. 

Different jurisdictions, ages and ethnic groups and religions all have a different perspective on what genomics 

means and the pros and cons of such initiatives. Some of these issues are impacting on the lack of diversity 

in the global dataset and yet could potentially be addressed by greater public advocacy. There is a role for 

the diplomatic community to contribute to this advocacy. 

 

As an independent policy institute, Public Policy Projects produces the World Economic Series (WES) which 

brings together a global network of parliamentarians, diplomats, industry and thought leaders to discuss the 

global impact of the pandemic. The WES provides a unique platform for a global discussion on key topical 

issues. One of these is the future of opportunities of the genomics revolution and the importance of global 

collaboration in this area. 

 

This series of virtual roundtables focuses on raising awareness of the importance of genomics generally and 

considers specific issues surrounding global reach. These will include the importance of improving data 

diversity, consideration of the key policy issues relating to the establishment of data sets, the fundamental 

issue of how to create trust and confidence in healthcare and research that can be undertaken in this field 

and the future of rare diseases utilising genome data. These sessions will form the backbone of a new State 

of the Globe Report on Genomics and will, through the convening of experts and decision-makers from 

around the world, highlight areas for international collaboration to further strengthen our understanding of 

genomics. The series will uniquely bring together the global diplomatic community and their governments 

with leaders in the global research community and the wider genomics ecosystem.  

 

At a time when governments around the world are prioritising healthcare considerations and revising their 

budgetary priorities accordingly, there is both the financial and political opportunity to forge new 

international standards in the field of genomics. However, in the context of Covid-19, the challenge is 

ensuring that such expenditure and focus is not dismissed by governments as non-essential to their core aim 

of handling the complexities of the pandemic.  

 

Critical decisions will be taken by governments as they deal with the fallout from Covid-19. There is a real 

need for a virtual forum, and a subsequent international report, which brings together global experts and 

governmental policymakers to have a broad and holistic discussion on the opportunities and challenges 

presented by the extraordinary potential of genomics.  

 

 

 

  

 
1 https://www.ipsos.com/ipsos-mori/en-uk/public-awareness-and-knowledge-genomics-genomic-medicines-low 
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Roundtable One: Understanding genomics: reviewing the landscape - January 2021 

   

(NB: Please note that all speakers will be invited to contribute for five to seven minutes before the session 

is opened to a full Chatham House discussion. Timings are designed to allow maximum speaking time per 

session, and to enable time for the group discussion, speakers are asked to keep within their allocated time. 

All participants and speakers will be invited to all sessions.) 

 

The series of virtual roundtable events will convene leading representatives from the entire genomics 

ecosystem, including governmental representatives from interested jurisdictions, international and cross-

border agencies, diagnostics, pharmaceutical and technology companies, the research community and 

globally recognised individuals in the industry. Each session will be a closed, invitation-only event, attended 

by up to 50 participants. A small number of individuals (no more than 5) will be invited to contribute for five 

to seven minutes before the session is opened up to a wider group discussion which will be moderated by 

the Chair. Participants will be asked to contribute questions in advance but will also be able to contribute 

through the chat function on the platform. Each individual session will be one hour long. 

Roundtable One: Understanding genomics: reviewing the landscape 

Providing a backdrop to the series, this session will provide an opportunity for a recap of the genomics 

landscape in 2020, the journey taken over recent decades and the significant opportunities presented by 

this field. This will serve to set the remainder of the series in clear context to those who may not be 

completely familiar with the issues, thus contributing to the global advocacy of the significant potential of 

genomics and how, by operating on a global, connected scale, this potential can more likely be realised and 

more quickly. This session will also consider the impact of the pandemic on this field and explore why, 

arguably, international collaboration has not been fast enough.  

The roundtable will cover:  

- An introduction to the basics of genomics, the progress made over the last three decades and why 

this matters for individuals, governments and clinical research 

- Some examples of leading discoveries made as a result of the ability to sequence the genome 

- An overview of best practice in international collaboration in genomics 

- An overview of the challenges to progress, development and political capital in the field of 

genomics – identification of the issues to be overcome 

 

This session will conclude with participants being asked to contribute key themes for further consideration 

over the remaining roundtable sessions which will identify the core elements of the State of the Globe 

Report on Genomics and identify areas for further consideration, research and debate. This can lead to the 

inclusion of further sessions as determined by the audience. 

 

 

 

 

 

 

OCCURRED 19 FEBRUARY 2021 
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Roundtable Two: Pandemic Preparedness - April 2021 

   

To better inform interventions and policy decisions during the current Covid-19 pandemic, various 

international consortia were created to deliver large-scale genome sequencing capacity that combined with 

epidemiological and clinical information.  In the UK, the COVID-19 Genomics UK (COG-UK) Consortium 

combined virus genome data with clinical and epidemiological datasets in order to help to guide UK public 

health interventions and policies.  

 

As the progression of the virus continues and we prepare for future pandemics, subsequent assessments 

will enable evaluation of novel treatments and non-pharmacological interventions on populations and 

spread, and provide information on introductions versus community transmission and outbreaks.  

 

If it is decided that there is an urgent need to establish a global, genomic-based system of bio surveillance, 

would there be an improvement towards biosecurity, biodefense, and the economy.  Such a system would 

need to immediately expand our understanding of viral and microbial communities, identify potential 

pathogens, clarify their life histories and host interactions before they enter vulnerable and susceptible 

populations. 

 

As systems better understand the causes of the latest pandemic, this session will further the discussion 

around the system level interventions needed to better prepare for the future.  

 

This roundtable will ask: 

 

• What are the lessons of the global pandemic for the evolution of genomics? 

• Where are the opportunities to shorten the genomic response and better prepare for the future? 

• Whether a global, genomic-based system of bio surveillance would benefit society. 

• How systems can collaborate better, to speed the process of pandemic preparedness from a 

genomic perspective. 

• What are the political, scientific and economics challenges that have been raised during the 

pandemic? Where is the evidence of this being effectively addressed?  

 

 

 

 

 

 

 

 

 

 

 

OCCURRED 1 APRIL 2021 
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Roundtable Three: Big Data and Genomics: diversity, sharing and  

controlling access to genomic data - May 2021 

   

 

Global genomic data initiatives are expanding rapidly, but the size, data quality and ability to access and share 

the data of such initiatives varies significantly. Without question, there is enormous promise in these research 

initiatives but there is more that can be done at a global level to have a consistent view of how data and 

databases are developed to maximise the power of the data being collected.  

 

This global perspective needs to consider a range of issues including the quality of data being collected, how 

it can be shared, what the appropriate ethical governance arrangements should be and how to effectively 

consent the provision of such data. All of this can lead to the development of interoperability standards to 

enable transnational linkage of data sets. Underlining this remains the importance of data diversity. At 

present, the majority of genome sequencing takes place in North America and Europe. We need to see a 

dramatic increase in the sequencing of populations in Asia, Africa and South America to encourage greater 

data diversity so that utilisation of all the benefits of genome sequencing does not further exacerbate ethnic 

inequalities. Driving greater diversity of genome sequencing data matters for global health and we need to 

see a more equitable coverage of global health programmes. 

 

For maximum impact each of these elements should be designed into the systems as they are created because 

data that is consented and has a linkage into full medical records (creating the possibility of longitudinal 

follow-up) is of the greatest value. As countries look to develop their own genomics programmes there is 

much to learn from those organisations that have already done this to create a trusted research environment 

(discussed in the next roundtable). Systems established in this way will be able to make a global contribution 

to the public health opportunities created by genome sequencing. 

 

This roundtable will discuss: 

 

- Why data diversity is important 

- What should countries do to consider the best way to establish and develop their data sets? 

- How to develop international standards and regulations on the storage, sharing and ethical 

considerations of genome data 

- The benefits of creating interoperable data sets and how to protect them 

 

Potential speakers:  

 

Ewan Birney, Director European Bioinformatics Institute and Chair Global Alliance for Genomics in Health 

Eric Green, Director, National Human Genome Research Institute 

Dr Samira Asma, Assistant Director-General for Data, Analytics and Delivery for Impact, World Health 

Organization 

[Representative from France/Canada/Qatar/UK TBC] 

 

 

 

SCHEDULED FOR 13 MAY 2021 12:00 – 13:30 (GMT) 
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 Roundtable Four: Big Data and Genomics: Improving research collaboration – June 2021 

   

The generation of human genome data is undergoing a phase of exponential growth and yet, taking into 

account the most ambitious targets that have been announced, it has been estimated that, by 2030, only 

approximately 5 per cent (and more realistically 2 per cent) of the population will have had their genomes 

sequenced. 

 

Trust, public confidence and clarity over how genomic data is stored and used is recognised as key to securing 

the cooperation of individual citizens prepared to participate in this important research. If the genomics 

research system is to become truly global, through the collaboration of research programmes located in 

different jurisdictions, there needs to be consideration of how the clinical research sector and the 

environment in which clinical trials are conducted will operate. In some respects, the pandemic has 

revolutionised this important area but how can that progress be further enhanced as opposed to returning 

to pre-Covid 19 ways of working? 

 

This roundtable will discuss: 

 

- Examples of international best practice on collaborative clinical research, both in relation to the 

pandemic and more generally in the field of genome research 

- How to create an environment that meets the needs of the citizen as well as clinical needs 

- How to ensure that all staff in a system are recognised as researchers, not just those in the 

laboratory 

- How to connect the health and wealth of a nation and create a data set that could attract global 

investment in research 

 

Potential speakers:  

 

Professor Sir Mike Stratton, Director of the Wellcome Sanger Institute and Chief Executive Officer of the 

Wellcome Genome Campus 

[Representative from France/Canada/Qatar/UK TBC] 

 

 

 

 

 

 

 

 

 

 

 

SCHEDULED FOR 12 JUNE 2021 12:00 – 13:30 (GMT) 
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Roundtable Five: Rare, genetic and undiagnosed conditions December 2021 

   

Genomics research presents, for health experts, not only an opportunity to use genetic data to diagnose 

rare diseases more accurately but also to predict, prevent or mitigate the effects of a disease in ways which 

dramatically enhance the lives of patients.  

 

Through the use of artificial intelligence algorithms, genomic institutes are able to find undiagnosed 

patients with rare diseases and to identify under-treated patients. For example, in very rare conditions, 

such as nephronophthisis (NPHP) it can be hard to identify patients. In the UK, Genomics England helped a 

pharmaceutical company identify 12 previously undiagnosed patients with homozygous NPHP1 deletions. 

Of these, at least nine had chronic kidney disease with presentations consistent with NPHP. By identifying 

these patients the healthcare system was able to better treat their disease, but also analyse Hospital 

Episode Statistics data to better understand disease history. Ultimately, this finding can be used to develop 

treatments for the condition. 

 

As the first generation of precision medicines enter the market, targeted at patients with certain rare 

diseases, systems need to identify enhanced regulatory processes and payment models. As the rare-disease 

patient population grows, there is an opportunity to collaborate internationally to identify more patients 

for clinical trials and real-world studies to ensure improved outcomes. 

 

The roundtable will discuss:  

 

- How international collaboration can be strengthened to improve outcomes for rare-disease 

patients 

- The role of governments to support genomics research into rare diseases 

- How digital technology is revolutionising the diagnosis of rare diseases 

- The opportunity to reform regulatory processes to improve patient access to the latest 

technologies and medicines 

- System uptake of rare and precision medicine products 

 

This session will also include concluding remarks on the series as a whole. 

 

Potential speakers:  

 

Jane Farnham, Co-Chair, Canadian Organization for Rare Disorders 

Joanna Betteridge, Chair, Rare Voices Australia 

Mark Daly, Director, Institute of Molecular Medicine Finland 

 

 

 

 

 

 

 

 

SCHEDULED FOR 22 JULY 2021 12:00 – 13:30 (GMT) 
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Report Launch State of the Globe: Bringing the benefit of genome sequencing to the world  

 

Through the virtual roundtable sessions evidence will be collated from the expert audience which will be 

developed into content for the State of the Globe Report: Bringing the benefit of genome sequencing to the 

world.  

 

The anticipated schedule of events is as follows: 

 

Roundtable One:  19 February 2021 – COMPLETED  

 

Roundtable Two: 01 April 2021 - COMPLETED 

 

Roundtable Three: 13 May 2021 

 

Roundtable Four: 17 June 2021 

 

Roundtable Five: 22 July 2021 

 

Report Launch: 40th Annual J.P. Morgan Healthcare Conference, January 2022 

 

 

Those interested in participating in this work could provide representatives to participate and speak at 

sessions to be agreed and to attend all other sessions.  

 

A policy board will be established, and that board alone will decide on the structure of the State of the Globe 

report. Bringing together representatives of governments, agencies, institutions, NGOs, policy makers, 

charities and the private sector, this report will be independent and collaborative.  Partners are able to 

provide up to three case studies, thought leadership, and expertise in the development of the content plan 

as well as share actionable insights. 

 

Once the report is produced, Public Policy Projects will launch the report at a the 40th Annual J.P. Morgan 

Healthcare Conference in January 2022. The Report will also be released to the global diplomatic and 

governmental communities to ensure the recommendations are implemented. 


