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Future thinking
Our 20th anniversary year has been an exciting one. We’ve brought together 
industry, NHS clinical, scientific and policy professionals, patient groups and 
charities to explore the future of genomics and personalised healthcare at our 
conference. We’ve given evidence at parliament on artificial intelligence and 
genomics and genome editing. We’ve released new reports on ctDNA testing 
services, data anonymisation, linking and sharing routine health data and variant 
classification and interpretation. And our work on the importance of genomic 
data sharing has informed the National Data Guardian’s recommendation on 
encouraging genomic data sharing in 2018.

Our mission remains the same as it was in 1997, making science work for health; what is 
changing is the science. Genomics is emphatically here to stay, but we are also embracing 
other ground-breaking technologies that can help to deliver more personalised 
healthcare. Inevitably, these pose fresh policy challenges, including legal and regulatory 
concerns, ethical dilemmas, societal questions, and issues around clinical implementation.

In 2018, our multidisciplinary team will continue to ask, what next to ensure health 
innovations deliver better health for all?  What health innovations should be implemented 
now? What infrastructure needs to change? And what regulatory issues and ethical 
questions should be addressed?

Do visit our website or follow us on Twitter.
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We believe the right health innovations, implemented in the right way, can provide more 
personalised healthcare and deliver improvements in health to all. We’re a non-profit 
think tank working to help this happen through shaping the conversation, providing the 
evidence, analysing policy and advocating for change

http://www.phgfoundation.org/report/developing-effective-ctdna-testing-services-for-lung-cancer
http://www.phgfoundation.org/report/identification-and-genomic-data
http://www.phgfoundation.org/report/linking-and-sharing-routine-health-data-for-researchhttp://
http://www.phgfoundation.org/report/variant-classification-and-interpretation
http://www.phgfoundation.org/report/variant-classification-and-interpretation
http://www.phgfoundation.org/research/genomic-data-sharing-for-patient-benefit
http://www.phgfoundation.org/
https://twitter.com/PHGFoundation


Sharing knowledge
Healthy futures: genomics and beyond
What will the future of healthcare look like and how will we get there? How do innovations get 
into clinical practice? Which technologies are set to transform healthcare? We brought together 
international experts to unravel these questions at our conference.

Over 100 delegates, from industry to patient groups, joined us in Cambridge to hear from Prof Dame 
Sally Davies (Chief Medical Officer for England), Prof Sue Hill (Chief Scientific Officer), Dr Robert C. Green 
(Director, Genomes2People), Carla Deakin (NICE Office for Market Access), Claus Nielsen (Data for 
Good Foundation) and many more. We also saw the transformational potential of four health-related 
technologies pitched to us in our interactive session – biosensors, digital health, 3D printing for drugs and 
ctDNA testing technologies.

Get insights into the future of healthcare with our speaker video clips or catch up with what 
happened by reading our storify. 
Visit our events page - phgfoundation.org/events

Bringing stakeholders together to improve access to effective technologies

http://www.phgfoundation.org/events


Making healthcare better
Personalised healthcare in action
New circulating tumour DNA (liquid biopsy) tests can help non-small cell lung 
cancer patients access targeted therapies that treat their tumour with greater 
precision - a great example of personalised healthcare in action. 

However, our report (released in September) found that increased awareness of this novel technology is 
needed to ensure that patients are not missing out on testing and access to targeted therapies - see report 
and full recommendations at phgfoundation.org/reports

We’re continuing our advocacy work on ctDNA technologies in 2018, partnering with the Cellular 
Molecular Pathology Initiative and Cancer Research UK to hold a meeting on liquid biopsies in March 2018.

We continued to provide leadership for the Joint Committee on Genomic Medicine Working 
Group on Mainstreaming Genomics, publishing five new genomic factsheets for specialties from 
public health to pathology. 
PHG Foundation also brought together mainstream clinicians and clinical genetic scientists to 
develop principles for the practice of mainstream genomic medicine. Our resulting report identifies 
gaps in critical skills needed in relation to patient referral for genomic testing and test interpretation 
and urges more support for clinicians - read Genomics in mainstream clinical pathways

Harnessing innovations to help patients

http://www.phgfoundation.org/report
http://www.phgfoundation.org/clinical-champions
http://www.phgfoundation.org/clinical-champions
http://www.phgfoundation.org/report/genomics-mainstream-clinical-pathway


Informing policy
Engaging with decision makers
In 2017, we have provided expert comment on topics including artificial intelligence, genomics 
and genome editing, life sciences and the industrial strategy, General Data Protection Regulation 
and the rare disease strategy via consultation responses.

Our specialists have given evidence to government committees on topics such as artificial intelligence and 
genomics and genome editing, as well as fulfilling invitations to speak on genomic data sharing across the 
globe from Belfast to Washington DC to Hong Kong. 

“Of the range of issues that merit prompt attention, promoting effective genetic and genomic data 
sharing within the NHS, supported by proportionate security measures and appropriate consent 
would help deliver the greatest health benefit for patients”

Alison Hall - Head of Humanities
Speaking at second evidence session for House of Commons Science & Technology 
Committee’s inquiry on genomics and genome editing

Helping to improve healthcare policies



Scanning the horizon
What’s hot or not?
As a horizon scanning organisation, we identified early the potential of genomics to improve 
health in the UK and we continue to accelerate the impact of healthcare innovations. Our 
healthcare futures research sets out for non-experts which technologies are ‘hot’ and which are 
not – from transcriptomics to virtual reality. 

metabolomics?

Metabolomics is the study of the products of metabolism which are formed 
from intracellular biochemical reactions and are collectively referred to as the 
metabolome

The science How it could help
Personalisation
Metabolomics has the potential to 
provide highly personalised phenotypic 
information, and has numerous 
potential clinical applications in disease 
prevention, diagnosis, theranostics and 
disease monitoring

Detection
Metabolic screening is already routinely 
performed to detect inborn errors of 
metabolism in newborns in the UK. A 
commercially available metabolic test is 
also available in the US for the detection 
of pre-cancerous colon polyps

Theranostics
Metabolic associations with drug 
e�cacy and the risk of adverse 
e�ects/toxicity could guide selection of 
targeted, individualised therapies and 
improve patient safety in clinical 
decision-making processes

Disease prevention
Metabolic traits could yet prove useful as 
biomarkers of disease, particularly in 
conditions where few are available (e.g.  
for prostate cancer), and in complex, 
multifactorial and chronic diseases

A major limitation of metabolomics is 
the slow progress in identifying 
biomarker candidates and in clinically 
validating them 

MS is a well established technique in the 
public sector, which means that once 
clinically validated metabolites are 
identi�ed, metabolomics could quickly 
become an important clinical 
investigation 
 
Among the applications for 
metabolomics, diagnostics and 
theranostics have the greatest potential 
for providing evidence-based and 
cost-e�ective improvements to patient 
care

Increasing capacity to enable higher throughput 
would require signi�cant investment in laboratory 
equipment and trained personnel

Owing to its infancy as a clinical technology, no reference to 
metabolomics has been made in government policy or 
parliamentary records

Metabolomics is already in use, and already covered by the in vitro 
diagnostic directive, but shares many of the legal and ethical 
concerns of other ‘omic technologies

Nanomedicine has the potential to genuinely revolutionise personalised healthcare across the board - from predictionand diagnosis through to treatment and monitoring. However, whilst the implementation of nanotechnology todate has improved the e�ectiveness of medicine,  truly personalised technologies are still relatively far from commercialisation, let alone common use. For even the most promising technologies in the testing phase or clinical use, production costs are exceptionally high and health and safety concerns persist within a complex and uncertain regulatory system. As a result, the mainstream implementation of nanomedicine is still some way o�.

Most ‘omic technologies assess 
parameters intrinsic to the individual. 
Instead, metabolites re�ect both 
internal and external parameters and 
o�er insight into the interplay between 
genetic and environmental factors 
within an individual

Metabolites can be detected in routinely 
collected clinical samples, such as bodily 
�uids and tissue biopsies. Markers of 
speci�c diseases are found nearby, e.g. 
markers of kidney disease can be found 
in urine; markers of cardiovascular 
disease in blood

Mass spectrometry (MS) is the most 
commonly used laboratory technique in 
metabolomics, and enables thousands 
of metabolites at very low 
concentrations to be detected within a 
single sample

De�ning metabolic pathways may aid 
our understanding of the mechanisms 
of disease and improve treatment 
strategies by informing the selection 
and/or generation of targeted drugs

 

Hot or not?

Reality check

Metabolomics has exciting potential to provide insight into the pathophysiology of many diseases and to enhance our understanding of how genetic predisposition and environmental triggers drive disease development. There areseveral challenges to overcome before metabolomics canbe used in clinical practice with con�dence. Identifyingmetabolites of potential clinical interest will require standardisation of experimental techniques between research groups, followed by lengthy clinical validation processes. Once achieved metabolomics could be integrated in clinical practice with relative ease, and may yet prove to be a cost-e�ective technology that is 
advantageous to patient care.

Current uses
Microfluidic technology is already in use, both in 
laboratories and real world settings. Applications 
include: chemical synthesis and drug discovery; 
health monitoring; genetic analysis; cell analysis; 
implantable devices and point of care (POC) test 
devices. POC devices are already being used in 
hospitals to test patients and enable swift clinical 
decision making
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What they are
Miniaturised laboratory experiments take place 
in devices that combine microfluidic chip and 
accessory equipment that enables the device to 
work. The chips measure from a few mm to cm 
in size. Those made of hard material (e.g. glass), 
have networks of channels, reservoirs and 
mixing chambers, cut or printed onto a substrate 
material. Fluids behave differently on the 
micro-scale and accessory equipment is needed 
to control fluid flow and mixing within the chip

Although microfluidic technologies are in 
widespread use, only some laboratory processes 
have been miniaturised. There is a consensus 
that the ‘killer’ application, the transformative 
technological development that will allow 
universal miniaturisation, is yet to be found

The killer application?

Making functional devices
Accessory equipment is also needed to control 
the inputs and outputs of the device and 
measure results. The size and scope of this 
equipment affects the size of the final device and 
the situtations in which it can be used effectively

Measuring impact
More research is needed to 
assess the costs and benefits 
of using microfluidic devices, 
e.g. in point of care testing

Paper or cloth can be used to construct 
microfluidic devices utilising capillary action, 
passive flow or wicking, which can be controlled 
by the creation of hydrophobic barriers, printed 
or woven into the material

Paper based diagnostics

A beginner’s guide to microfluidics

Devices containing micro�uidic technologies are widely used in clinical and laboratory settings and have 
great potential in enabling other advances - facilitating research, development and clinical diagnosis. These 
devices could have signi�cant impact in addressing global concerns, such as infectious disease outbreaks, 
and in low-resource health systems, where the advantages of portable and infrastructure-independent 
devices can be realised. However, the transformative technology that can replace all laboratory processes 
with miniaturised micro�uidic devices does not currently exist – the universal mini-lab lies in the future

The impact of 
microfluidic 
devices is likely 
to be greatest in 
point of care 
testing, and in 
low-resource 
health systems 
where cheap and 
simple paper 
based devices 
greatly improve 
patient access to 
medical tests

The great 
equaliser?

Hot or not?

The �eld of micro�uidics is concerned with controlling the movement of �uids in very small 
spaces, within devices that aim to miniaturise macro (i.e. normal scale) laboratory processes. At 
such scales, �uids behave in a way that can be utilised for many clinical or biological 
applications, such as implantable biosensors, point of care testing devices or portable 
diagnostic bioassays

Why so small?
Devices at this scale have many 
advantages including: small 
sample sizes; multiple 
experiments can be conducted 
at once; reaction conditions 
can be precisely controlled; 
devices are easy to transport, 
cheaper to produce and store

transcriptomics?

Transcriptomics is the study and sequencing of the transcriptome, which 
is the set of all messenger (m)RNA molecules in one cell or a population of 
cells at a given time and re�ects the genes being actively expressed

The science

How it could help
Personalisation
As an enabling technology transcriptomics could 
have an important role developing personalised 
approaches to healthcare. e.g. the Oncotype Dx® 
panel test is used to predict the risk of recurrence 
of breast cancer. A patient with a low risk score 
may not need chemotherapy treatment

Infectious disease
Transcriptomics is helping researchers 
understand host response to infection, disease 
progression and treatment response. e.g. the 
research initiative Omics4TB is exploring the use 
of all ‘omics technologies in understanding the 
regulatory networks that underlie the 
relationship between host and pathogen

Diagnosis
RNA assays (using qRT-PCR) are commonly used 
for the diagnosis and prognosis of leukaemias. 
One panel test under clinical trial rules out acute 
cellular rejection of heart transplant

The volume of data generated by whole 
transcriptome sequencing means that extensive 
bioinformatics infrastructure and expertise is 
required to extract clinically useful data

For currently available and future tests, the 
challenge lies in ensuring that clinicians 
know how and when to use the tests, what 
the results mean, and when to act on 
them

Many research genomic services also o�er 
transcriptomic analysis in addition to 
other ‘omics technologies, to the extent 
that they now consider themselves 
‘polyomics’ services

E�orts to assess reproducibility, accuracy and 
precision are hampered by the lack of 
standardisation of methods

Many of the challenges facing transcriptomics mirror or overlap 
those also seen in genomics and other ‘omic technologies

The integration of di�erent ‘omics technologies in terms of research 
service delivery and in clinical research studies, will require 
joined-up approaches to data collection, analysis and management

Nanomedicine has the potential to genuinely revolutionise personalised healthcare across the board - from predictionand diagnosis through to treatment and monitoring. However, whilst the implementation of nanotechnology todate has improved the e�ectiveness of medicine,  truly personalised technologies are still relatively far from commercialisation, let alone common use. For even the most promising technologies in the testing phase or clinical use, production costs are exceptionally high and health and safety concerns persist within a complex and uncertain regulatory system. As a result, the mainstream implementation of nanomedicine is still some way o�.

Techniques for measuring RNAs range from 
simpler methods such as microarrays or qRT-PCR, 
to more advanced next generation sequencing 
based systems

RNA-seq is a popular research technique that can 
be used to sequence and analyse (’read’) the 
whole transcriptome. It can di�erentiate between 
RNA ‘species’ such as microRNAs, small interfering 
RNAs and long non-coding RNAs

To read RNA, the sample has to be processed, 
�ltered and reverse transcribed into 
complementary (c)DNA, sequenced as short 
reads, and then reassembled using bioinformatics 
tools

Whole transcriptome sequencing is widely used 
in research. However, in clinical care use of 
transcriptomics is restricted to speci�c gene 
expression (panel) tests based on microarrays 
and qRT-PCR

 

Hot or not?

Reality check

As an enabling technology transcriptomics is certainly one to watch. It is an important part of the 'omics toolkit and will have a role to play in the development of more personalisedapproaches to healthcare, as tests such as Oncotype Dx®. However, there are challenges that mirror and overlap thoseof genomics – issues including data sharing; managementand analysis; ethical, legal and social concerns; andintegration into clinical pathways. As with other ‘omics technologies, a cohesive approach will facilitate integrationinto medicine. At present, however, transcriptome sequencing is some way from routine use in clinical care

 

Hot or not?

Reality check

nutrigenomics?

People di�er in their nutritional requirements and 
response to food intake. Nutrigenomics attempts 
to understand  to what extent these di�erences can 
be explained by genetic variation between individuals.

The relationship between food and genetics can work 
both ways - our genes can a�ect our drive to eat and 
response to nutrients, whilst nutrients can on impact our 
DNA through epigenetic changes

Some genetic mutations have a signi�cant e�ect on 
dietary behaviour and nutritional response, leading to 
severe obesity. However, the complexity of  nutrient - 
gene interactions makes �nding other genes or gene 
combinations with more moderate impact highly 
challenging

Nutrigenomics looks at all levels of the process, which 
includes genes and gene expression and biomarkers such 
as hormones or metabolites, then linking these with 
measurement of food intake and phenotypic, clinical and 
behavioural data

Using a range of existing ‘omics’ technologies researchers 
aim to understand the roles food components play at the 
cellular and molecular level, with a view to providing 
personalised dietary advice

Nutrigenomics approaches are being applied to a wide 
range of conditions, including diabetes, obesity, heart 
disease and mental health

The science How it could help
Risk assessment
Predictive tools based on 
nutrigenomics could contribute to 
personalised prevention by 
identifying people at risk  of 
developing disorders such as 
diabetes or metabolic syndrome  

Personalising health
The technology could also be 
leveraged to improve 
e�ectiveness of behavioural and 
therapeutic options through more 
tailored, personalised health 
advice to  ‘at risk’  individuals 

Improving nutrition
Nutrigenomic tools could be used 
to ensure those that need higher 
levels of nutrients can be supplied 
with them to prevent or slow 
disease progression

Direct to consumer testing in this area has resulted 
in legal challenges surrounding marketing claims, 
and proposed reform of EU regulation could restrict 
access to DTC tests

Identifying the areas where nutrigenomics could 
have the most value - for example in treating 
diabetics -  will be critical to achieving its bene�ts in 
healthcare

There are clear �nancial advantages for the NHS if 
the technology proves able to reduce the burden 
on its resources in key areas, particularly for obesity 
related ill-health

Nutrigenomics is a highly resource intensive
approach. Amassing su�cient evidence of its 
bene�ts to justify replacing  low tech approaches 
will be a challenge

Building the evidence base is critically dependent on the 
development of technology to measure and analyse the 
necessary parameters, and on collaborative working and data 
sharing

Food is much more than an environmental determinant of health. 
Attempts to intervene in this part of people’s lives must take 
account of the social, cultural and emotional dimensions of diet

Nutrigenomics research shows much promise, but
currently few applications are used in routine clinicalcare. The complexity of nutrigenomics and the cost of associated tests mean new applications must be chosencarefully. For certain complex conditions, for 
example obesity, with a range of often interacting 
determinants, nutrigenomics may be best used as one of a number of tools. Ultimately, the knowledge base is still under construction and nutrigenomics has a way togo before it is ready to make a substantial contribution in healthcare.
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“As an enabling technology, transcriptomics is certainly one to watch. It is an important part of the 
‘omics toolkit and will have a role to play in the development of more personalised approaches to 
healthcare.”

Dr Laura Blackburn - Senior Policy Analyst (Biomedical Sciences), PHG Foundation

 

Hot or not?

Reality check

Write a message

Medi Bot

JWA - UK

a medical bot?
Bots are computer code applications that perform automated tasks. 
In medicine bots are being developed for use by patients and 
clinicians.

The science How it can help
Support self-management
Symptom checking bots could help 
reduce unnecessary GP consultations by 
supporting individual’s to self-manage 
minor ailments, but also advise when 
they should promptly seek
medical advice

Patient triaging
Bots are being developed to assist health 
systems in triaging patients. An AI 
powered chatbot is being trialled across 
parts of London as an alternative to the 
NHS 111 non- emergency service

Patient engagement 
With the vast growth in mobile and 
messaging apps, conversational health 
‘chat’-bots may encourage individuals to 
engage more in their health and easily 
access information to their health-related 
questions

Patient management 
Whilst existing bots work with a users’ 
entered symptoms, future bots could 
integrate data generated by smart 
devices and monitors to generate 
automated alerts and reminders and to 
help patients, such as those with diabetes 
to better manage their own care

Computer bots have been around 
for years, but recent improvements 
within the field of artificial 
intelligence have massively 
expanded their capabilities

Two related technologies, machine 
learning and natural language 
processing (NLP) are key to the 
improved capabilities of next 
generation bots

Using NLP, bots can interpret the 
intent behind what we say despite 
the idiosyncrasies of our speech

Medical bots can be integrated 
into existing messaging apps, to 
communicate with patients by 
text, asking questions about 
symptoms and giving 
algorithmically derived advice

It is unclear how forthcoming regulations on 
diagnostic devices and data protection will impact 
on the development of AI medical bots

AI and its uses have been subject to ongoing Parliamentary 
debate and Government consideration

A lot of useful health related data needed for developing AI 
algorithms currently resides within the health system. Often this 
data can be difficult to extract and use because of technical, 
regulatory and public trust related factors

Whilst medical bots are already in use, their current applications remain limited, and questions of utility, accuracy and effectiveness abound. However, as the  technology improves and the applications of AI bots widenthey could have considerable impact, especially in personalising healthcare by improving detecton, triageprocedures and patient adherence to treatment plans. The pace of progress is likely to be influenced by factors that impact on data availability to develop AI bots, including public trust for sharing data, the rate of uptake, regulations and addressing technical obstacles.

There is currently limited evidence about the accuracy and validity 
of medical bots. One study analysing 23 different symptom checkers 
concluded that they tended to be risk averse and encourage 
unnecessary consultations 

It is difficult to evaluate the economic impact of medical bots 
given the relative paucity of evidence including the accuracy 
and effectiveness of symptom checking and 
triaging recommendations

Questions remain as to how health services will integrate AI bot 
derived information such as triaging advice into medical pathways

It is unclear if and how companies and messaging services may use 
the data submitted to bots by users for their own purposes, such as 
marketing or improving the performance of their AI algorithims£
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single cell analysis?

Single cell analysis (SCA) is the application of ‘omic 
technologies (genomics, proteomics etc) to a single cell. 
This enables accurate characterisation of cells which 
could improve our understanding of human health

The science How it could help
Preimplantation genetic 
diagnosis
Most common molecular analysis techniques 
for preimplantation genetic diagnosis (PGD) 
are limited in the genomic variation they can 
assess. Single cell genomics could widen the 
scope of genomic analysis and also enable a 
generic and standard approach for detection 
of a number of types of genomic variation

Cancer
Tumours are made up of a heterogenous 
population of cancer cells. SCA can help 
measure mutation rate, identify rare cell types 
and characterise the heterogeneity. This 
could ultimately guide treatment

Metagenomics
Single cell genomic analysis can be used on 
cells from the human microbiome which  
cannot be cultured, allowing the 
identi�cation of rare microbial populations, or 
to follow microbial evolution and identify the 
emergence of disease resistance

SCA is an important area of research with 
extensive funding: The UK’s Medical 
Research Council’s clinical research 
capabilities and technologies initiative has 
given funds to seven institutes in the UK; in 
the US, the National Institutes of Health is 
funding a programme  for single cell analysis

The technical capability to analyse single 
cells is still in the developmental phase. Prior 
to clinical implementation, robust high 
throughput work�ows need to be 
developed, as do computational methods to 
analyse the data obtained from SCA

Computational methods are a particular 
challenge, as SCA data cannot be addressed 
by conventional methods, and the variation 
in the amount of starting material that is 
analysed makes statistical interpretation 
di�cult

The underlying scienti�c knowledge base and 
clear clinical applications and their utility have 
yet to be developed

The role of novel SCA methodologies needs to be considered 
within the context of existing methods already in clinical use

As an emerging technology that is likely to in�uence a number of 
clinical areas, embedding it within clinical services will require new 
analytical skill sets and cross-disciplinary infrastructure

Nanomedicine has the potential to genuinely revolutionise personalised healthcare across the board - from predictionand diagnosis through to treatment and monitoring. However, whilst the implementation of nanotechnology todate has improved the e�ectiveness of medicine,  truly personalised technologies are still relatively far from commercialisation, let alone common use. For even the most promising technologies in the testing phase or clinical use, production costs are exceptionally high and health and safety concerns persist within a complex and uncertain regulatory system. As a result, the mainstream implementation of nanomedicine is still some way o�.

Even between cells of the same type there is 
a high degree of heterogeneity, stemming 
from inherent cellular variability and their 
response to external factors. This in�uences 
individual cell response and fate, which can 
impact disease development and 
progression

Most molecular assays are conducted on 
populations of cell, giving an average 
analysis or re�ecting the dominant 
phenotype. Rare cell types or cell speci�c 
disease biomarkers cannot be easily 
identi�ed

Analysing single cells has three advantages: 
it can allow for di�erentiation between cells 
that are normal or pathogenic, it allows 
identi�cation of rare cells or events 
associated with disease and it can be applied 
to small sample sizes

There are various ways to isolate cells, assay 
biomarkers and analyse the results - the 
choice of method is determined by ‘omic 
technologies and the desired results

 

Hot or not?

Reality check

The development of technologies and techniques for thevarious steps in single cell analysis is occurring in a range of sectors including academia, biotech, software and industry. SCA is generating a lot of excitement but is still very much inthe development and discovery phase, with technical challenges limiting expansion of scienti�c knowledge and consequent clinical applications. Apart from PGD there are currently no applications of this technology ready for  clinicaluse. However, this is largely due to cost, which will change with technological progress and knowledge. Many of thetools for SCA are generic, and have  applications in  other �elds, suggesting that developments  in those �elds will bene�t SCA research

Exploring transformational technologies for better health



My Healthy Future
What will health and social care look like 
to the next generation?
We’re excited about our new flagship project which aims to visualise our healthcare in 20 years 
and explore the path to responsibly and effectively get there. 

Bringing together experts and enthusiasts from diverse backgrounds, we’re gathering essential insight into 
the opportunities and issues in the future for people across four life stages where their health needs and 
personal approaches to health may differ – pregnancy, teen years, the ‘healthy’ adult and older age. 

Ask questions, suggest solutions 
Join the conversation on Facebook, Twitter and LinkedIn #myhealthyfuture
Experts and enthusiasts can also take part in My Healthy Future workshops

Picturing the next generation of healthcare

https://en-gb.facebook.com/phgfoundation/
https://twitter.com/PHGFoundation
https://www.linkedin.com/company/phg-foundation/
https://twitter.com/hashtag/myhealthyfuture?src=hash


Providing the evidence
Advocates on genomic data sharing
We believe responsible sharing of data by NHS clinical genetics / genomics services is essential for 
patient safety and service quality. Our advocacy work on the need for national agreement on the 
legitimacy of genomic data sharing built momentum in 2017.

• National Data Guardian’s (NDG) 2017 report listed ‘to encourage proper data sharing in genomic medicine’ 
as one of the top 8 priorities for 2018

• The NDG’s office published a paper to help build consensus on data sharing for NHS clinical genetics 
and genomics services. This paper drew heavily on an evidence session, which along with the ACGS, we 
collaborated with the office of the NDG to deliver 

• Our Head of Humanities Alison Hall gave oral evidence to the House of Commons Science & Technology 
Commitee’s inquiry on genomics and genome editing

• We published a paper in the British Medical Bulletin arguing for concerted efforts by policy makers to 
increase understanding among both public and health professionals of why data sharing is essential to 
improving healthcare

• We presented on genomic data sharing at conferences in Washington DC (Curating the Clinical 
Genome conference) and Warwick (Public Health England annual conference)

2017 also saw us release a report and recommendations for policy makers on improving the 
linkage and sharing of routine health data for important insights for health research.
Read Linking and sharing routine health data for research

Keeping data in the spotlight

http://www.phgfoundation.org/report/linking-and-sharing-routine-health-data-for-research


Advocating for change

We published Identification and genomic data, a report highlighting the challenges and 
deficiencies in the current regulatory regime.
View our series of blogs on data regulation and ethics by our humanities team.

Creating a responsible regulatory framework
Changes in EU legislation on data protection and in vitro diagnostic devices (IVDD) mean that new 
Regulations will now be directly enforceable on Member States. Meanwhile Brexit negotiations have 
added extra complexity requiring that UK plans for implementing these EU Regulations also take 
account of a range of possible post-Brexit scenarios.

In 2017, as a member of the MHRA IVDD external stakeholders group, we have consulted on various 
national processes associated with implementation of the EU IVDD Regulation. The IVDD Regulation was 
legally signed off this year, with a concession that genetic tests be proportionally regulated, taking account 
of the prevailing laws in individual member states. This concession was achieved after the significant 
negotiation led by the UK, in which PHG Foundation played a major role.

We also worked as part of NHS England’s GDPR Research Group to assess the nature, scope and wording 
of the flexibilities and special conditions devolved to Member States of the EU General Data Protection 
Regulation. This group also has oversight of key guidance that will be produced to support the 
implementation of the Regulation.

Navigating the regulatory landscape

http://www.phgfoundation.org/report/identification-and-genomic-data
http://www.phgfoundation.org/blog


Strengthening networks

In 2017 PHG Foundation has:

• Signed a memorandum of understanding with Hughes Hall, Cambridge
• Partnered with Cambridge University Health Partners for our flagship My Healthy Future project
• Continued our ties with Cambridge Institute of Public Health, Genomics England, Hong Kong 

University, University of Cambridge’s Faculty of Law and Association for Clinical Genetic 
Science

APPG on Personalised Medicine
As secretariat for the APPG on Personalised Medicine we have organised events this year on our 
own and in collaboration with cross-parliamentary groups.

The year began with parliamentarians and experts from the medical, academic, corporate and public sectors 
coming together to explore patient needs and scientific opportunities for more personalised and effective 
cancer care for people with lung cancer.

We’ve also collaborated with the APPG on Health to hold an event on genomic medicine and had an initial 
evidence session for an inquiry on personalised medicine for cardiovascular disease. At the APPG’s AGM, 
Helen Whately MP, took over as Chair from Jo Churchill MP, who had to step down due to her promotion to 
Personal Parliamentary Secretary to Secretary of State for Health Jeremy Hunt MP.

Personalised Medicine
All-Party Parliamentary Group

Increasing our reach

http://www.personalisedmedicineappg.org/
http://www.personalisedmedicineappg.org/


Using 20 years’ experience to help you

Our consultancy services

We work with companies from start-ups to multi nationals, providing the concrete evidence 
for technology decision-making through systematic research and direct engagement with 
scientists, clinicians, patients, buyers and policy makers.

An independent charity we can help with technology strategy, and policy and regulatory 
factors. Visit phgfoundation.org/consultancy

In 2017 our commissioned work included
• Weekly regulatory and policy briefings for industry

• A horizon scanning report on innovative products and techniques

• Analysis for the global insurance sector on innovative technologies

• Economic evaluations on Whole Genome Sequencing at Addenbrooke’s Hospital and for King’s Health 
Partners Biomedical Diagnostic NGS hub

• Producing and designing reports, including a report on setting up an expanded NHS genetic testing 
service to women with epithelial ovarian cancer and a workshop report on variant classification and 
interpretation for the Association of Clinical Genetic Scientists

http://phgfoundation.org/consultancy


Celebrating 20 years

“As we move on to the next phase, we shall be working even more closely with the University. We 
shall help to bridge the gap between the sciences and the humanities. In future years, as science 
develops, the humanities and social sciences will without a doubt be as important to this endeavor 
as the sciences themselves.”

Dr Ron Zimmern, PHG Foundation Chair and founder 
Speaking at the 20th anniversary dinner

Looking to the future
Close to one hundred and fifty friends and supporters of the PHG Foundation attended our gala 
dinner at Trinity College, where we celebrated 20 years as pioneers for the use of genomics to improve 
health in the UK. 

This celebration of our past was filled with excitement for the future as the Vice Chancellor of University of 
Cambridge, Prof Sir Leszek Borysiewicz announced our imminent affiliation with the University. With this 
strong union we are looking forward to the next twenty years, helping to ensure innovations in healthcare 
and personal health bring improvements in health to all.

Ensuring biomedical innovation delivers better health to all



Want to stay up-to-date with our latest opinions, work and events?
Sign up on our monthly newsletter on our website

http://www.phgfoundation.org/
https://twitter.com/PHGFoundation
https://en-gb.facebook.com/phgfoundation/

