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Introduction
T

he 2017 IPPOSI Annual Round Table Meeting with
the Department of Health was entitled “Data
Protection and ‘Dynamic’ Consent: Possible solutions
to improve confidence and trust when using patient
data for research”.
At this meeting, the listed speakers and contributors
each took a turn to express their views, concerns
about data protection, consent, and the forthcoming
EU Data Protection Regulation.
A facilitated discussion then ensued which was
widened to include the membership of IPPOSI and
representatives from the Department of Health.
In all, and including IPPOSI staff and nominated
contributors, over 80 people attended an interesting
and positive meeting that incorporated views from
right across the health sector – from policy-makers,
clinicians, patients, academia and industry.

“The relevance of data protection and consent
has never been more topical in healthcare as
it is today. The shift in healthcare towards ‘big
data’, ‘real-world evidence’ and ‘privacy-bydefault' will expand opportunities for research
but also raises important challenges in terms
of patient confidence and trust in how patient
data and biosamples are used for research
purposes. Compliance with the impending EU
-wide data protection legislation is a major
topic for the collection, use and sharing
of patient data, in particular the need for
greater transparency around explicit consent.”

IPPOSI would like to thank everyone who took part in
this meeting for their time and active contributions.

Dr Derick Mitchell
IPPOSI Chief Executive
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Snapshot

Design by Rachel Lynch, FibroIreland and
EUPATI Patient Fellow
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1.

D

The impact of new data protection laws
on health data and research

r Derick Mitchell, IPPOSI Chief Executive began this

complex process, said Mr Ryan. Currently, there are three

session by acknowledging the growing influence of

official opinions adopted in Europe on GDPR, namely data

data protection on health research. He explained that

portability, data protection officers and lead authorities; with

despite early concerns that the EU General Data Protection

agreed positions on transparency and consent expected to

Regulation (GDPR), which comes into force on the 25th May

be adopted by December 2017.

2018, would negatively affect research, there is now

He echoed Dr Mitchell by saying that society is growing ever

confidence that it will be of benefit and there is sufficient

mindful of its data privacy rights and are thinking of the

flexibility built in to allow health research not only to

implications when sharing their data. “People are becoming

continue but to flourish. Dr Mitchell noted the timeliness of

less apathetic – they are now beginning to question what

the topic, citing the recent news that the content of the

large data organisations are doing with their data, whereas a

forthcoming Health Information and Patient Safety Bill will

few years ago, they were not.”

now be revisited in relation to the GDPR and the processing

Cybersecurity issues that make the headlines serve to “focus

of sensitive data.

the mind” in this regard. He noted that cybersecurity attacks

He also highlighted the growing awareness surrounding

on healthcare data now outstrip those in the financial sector.

cybersecurity. While the health system has responded to

“Hackers see health data as a lucrative resource, but there is

recent threats, the Irish public, including patients, remain

also the perception that it is an easy target.” While the

concerned about data privacy. “Patients are aware that the

escalated response from the HSE to the recent cybersecurity

altruistic benefit of being involved in research far outweighs

attacks was superb, data security will remain a major issue for

the risks, but they do expect that they will be consulted on

the health sector. “In a digitised future health sector we will

the use of their data.” Dr Mitchell concluded by telling the

need to be ready for cybersecurity attacks.” Health sector

audience that empowerment of the data owner is

managers and researchers must also develop an attitude

fundamental to the forthcoming changes in data protection.

where the protection and security of health data is central to

Getting ready for the GDPR

any project and not simply an inconvenience.

Mr Cathal Ryan, Office of the Data Commissioner, gave an

GDPR will ultimately bring harmonisation, transparency and

overview of the GDPR and how data protection can be

accountability to what is a very dense and complex area and

considered from the very beginning in research.

Mr Ryan said the Regulation is ultimately very pragmatic. The
“code of conduct” contained within GDPR will act as a form

While his office has been focused on raising awareness of

of self-regulation, with the additional oversight of an

the GDPR, their focus is now on turning this into action as

independent monitoring body. Adequate transparency in

the May 2018 deadline approaches. There is a dedicated

data protection has been lacking, and consent forms may

website (www.gdprandyou.ie) which should be of assistance

have to be rewritten so that the individual knows where and

to any stakeholders in health research.

how their data will be used, as well as any retention period,
in order to comply with the GDPR. Accountability under
GDPR will also be markedly different for both data
controllers and data processors. Those found in
contravention of the regulation can then be sanctioned by
the Office of the Data Protection Commissioner, he said.
Ultimately, GDPR provides a framework for the processing of
personal data but a “half-hearted” approach to it will not be
beneficial to the research sector, concluded Mr Ryan. He said
trust is at the core of delivering effective research, and the
manner in which a person’s secure data is used is central to
maintaining trust. “If there is an erosion of trust, if the health
sector doesn’t treat an individual’s data in the right way,

There are 28 EU member states attempting to agree

there will be problems.”

positions on various aspects of the GDPR, which has been a
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The impact of new data protection laws
on health data and research

The National response
Mr Muiris O’Connor, Assistant Secretary at the Department
of Health, discussed the national response to the
introduction of the new data protection regulations. He
explained that the Department of Health welcomes the
GDPR and outlined its objectives in relation to its
implementation.
Mr O’Connor explained that his key objective within the role
of health analytics and health research is to secure the
proper commitment of the full health system to address key
issues in this area. Priorities this year will include the
development of a health information policy framework,
underpinned by key principles about how health
information is used for primary purposes, such as individual

key to an integrated health service and will allow the delivery

care, and secondary purposes, such as research, statistics

of quality patient care in any healthcare setting.

and management of health and social care systems. This
policy framework will be supported by a work programme in

Mr O’Connor echoed Mr Ryan’s comments on transparency

the areas of legislation, governance, operations and

in data processing; health data provided to doctors and

educational awareness, with the goal of implementing the

other healthcare professionals is highly personal and

GDPR by its May 2018 deadline. Mr O’Connor announced to

extremely sensitive, and citizens deserve to know what might

the audience the National Health Information Policy

be done with that data and who might be given access to it.

Framework will be debated at National Health Information

People working within the health service must positively

Seminar on October 4th, 2017, in Dublin Castle.

embrace transparency around data when engaging with
patients.

Mr O’Connor explained that the Government has
established an interdepartmental committee on data

The GDPR is particularly relevant to health research, and

protection and data issues, with a view to developing a

contains provisions directly related to research. Member

whole of Government approach. The Department of Justice

states will need to draft their own legislation regarding

has responsibility for bringing the data protection bill; and

governance of research, including consent and particularly,

the Department of Health continues to engage on the

consent exemptions, and this will need to tie in with the

drafting of the bill, which has been a positive and productive

stipulations of the GDPR. Mr O’Connor emphasised that

process, he added.

citizens must be engaged with this process, so that they may
allow additional use of their data for research purposes not

Under the GDPR, public authorities will no longer be able to

envisioned at the time the initial consent was given, and he

rely on “legitimate interest” grounds for processing of

noted that the dynamic consent model offers very interesting

personal data. “Organisations will no longer be able to

possibilities in that regard.

presume that just because they have a particular function,
they can gather up all this data,” said Mr O’Connor, adding

Mr O’Connor concluded by saying the introduction of the

that new regulations around consent will also be a major

GDPR remains challenging for the health sector, and will

issue for the health sector, for example data flow between

significantly change the way information is collected and

public and private settings.

used, but provides an opportunity to build a health
information system wholly fit for purpose.

The GDPR is viewed as a welcome opportunity to put the
processing of personal data for health-related purposes on

“Data protection is not just about policy and legislation, it is

a clear legislative footing, consistent with the wider health

about our capability to deliver on the privacy we are trying to

information framework, stated Mr O’Connor, saying this will

ensure, and about the skillset around database

also allow for better health service management.

administration and how we organise our data.”

Information in the right place at the right time is absolutely
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The impact of new data protection laws
on health data and research

The legal perspective

directive. People should be cognisant of this, and if they find

Ms Jeanne Kelly is a data privacy lawyer from the Mason

that compliance with GDPR is difficult, they should check
their compliance with current law as part preparation for

Hayes & Curran firm. She believes that companies Ireland
must be careful about certain issues regarding the GDPR

GDPR.

and that compliance with GDPR will be a potential

In addition, while current legislation treats health data as a

differentiator for those companies, organisations, or

special category of data which is ‘sensitive’, GDPR brings this

individuals engaged in research who are knowledgeable and

one step further by offering a ‘definition of health data’,

can demonstrate a cooperative approach with GDPR. This

which although quite broad, brings clarity as to what is

will be a significant career opportunity and commercial

encompassed by health data.

advantage to them. This can also be a skill that leads to

Ms Kelly noted that data protection is a human right, and as

people being overburdened, so consideration should be

a result any queries regarding legislation in this regard will

made if it can (in part) be outsourced. Organisations must

often be interpreted in favour of the individual. Also, in order

decide on the individual/team who will take the lead and

to ensure their rights are protected and vindicated, it will be

ensure they are adequately resourced. Ms Kelly

easier for people to litigate under GDPR. Both data

acknowledged that not all organisations will allocate the

controllers and processors will be required to implement

necessary resources to this and that a current lack expertise

appropriate organisational and technical measures to ensure

in this area means that experienced people are in high

a level of security which is appropriate to the risk. The

demand.

concept of the “risk-based approach” is at the core of GDPR,
she emphasised.
Companies rolling out new products, such as apps, medical
devices, including wearable devices, must now incorporate
GDPR into the design and development of these products.
Previously, data protection guidelines were applied to
products already on the market but a cultural shift has meant
that manufacturers are now engaging in ‘privacy by default’
in recent years.
Ms Kelly concluded by stating that the obligation is there for
organisations to consider data protection compliance issues
at the start of a project, and ensure it is integrated into the
project and not simply added at the end as an afterthought.
While people may believe they are compliant with GDPR

According to Ms Kelly, accountability is the core issue of

because they have ethics approval, this is not necessarily the

GDPR, and demonstrating compliance will be essential.

case she noted, as ethics approval processes look at

“Even if what you are doing is not harmful, you must be able

considerations other than purely data privacy. Although

to show you have structures in place for compliance with

awareness of the issue is increasing, compliance with GDPR

GDPR – and this applies to health research. ‘Retrofitting’

will require significant time and resources from those

compliance and accountability structures after the fact if the

engaged in scientific or health research.

regulator asks you a question will not be possible. The
various points during clinical research at which data privacy
compliance risk exists must be mapped out, and steps taken
to mitigate those risks.
There are some distinct advantages of GDPR within the
health sector, noted Ms Kelly, adding that GDPR is in many
ways more favourable to research than the current EU
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The impact of new data protection laws
on health data and research

Participant Feedback
Blanaid Mee from Biobank Ireland Trust outlined how
patient input into a new consent leaflet had been an eyeopening experience for her organisation. She asked whether
they could obtain feedback from either the Department of
Health or the Office of the Data Protection Commissioner
on whether the changes they are making are in compliance
with GDPR? Mr Ryan noted that the Office will be
overstretched as the implementation of GDPR nears, but
also that data protection is very much “context-driven”, so
what applies to one consent form may not apply to another.
Darina Dempsey of ICON plc asked about the implications
of the many clinical trials being carried out online, and the
prospect of re-consent from a practical perspective? Ms
Kelly explained that many projects are currently being
assessed under GDPR, but in many countries it may be too
early to make that assessment as legislation is not yet in
place. She warned, however, that it may mean some
datasets become “unusable”.
Debbie Lambert from the National Rare Disease Office
asked that as the GDPR recognises the power imbalance
between certain health services and the individual, how can
this be circumnavigated with regard to the consent process
– would a third party be necessary? Mr O’Connor agreed
that the GDPR sets out how consent is not feasible where
there is a disparity in power, and the regulation clearly
protects the rights of citizens but with recognition of the
value of sharing data. There is some flexibility within
national legislation where “consent exemptions” could be
allowed. The Irish government is currently working on
determining these particular instances.
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T

Making consent more ‘dynamic’ for
biomedical research

he second session was chaired by Dr Anne Cody of the

differently about consent, and about the data that is needed

Health Research Board. Dr Cody explained that the

to make consent valid and legitimate’, she explained. It also

concept of ‘informed consent’ has been in existence for over

allows consideration of the relationships between different

half a century, and is a fundamental pillar of both research

stakeholders as data flows. The current system for obtaining

and healthcare. The basic principles include respect for the

consent is paper-based, meaning it is inherently based on

individual, their right to self-determination, and their right

face-to-face interaction. While Prof Kaye believes this is

to make informed decisions regarding the dissemination of

ultimately positive, she says this is not workable within

research. “A participant’s welfare must always take

dynamic situations, where data has been collected for one

precedence over the interests of science and society”, she

purpose but could now be used for another, leading to rapid

reiterated.

and successful research. Ultimately, dynamic consent

While informing participants about the goals and objectives
of primary research is relatively straightforward, it is
secondary research involving previously collected data that

functions as a digital interface that allows people to give
consent and revoke consent, and importantly receive
information and engage in clinical research activities.

presents difficulties. The issue of “re-consent” is potentially

Prof Kaye outlined the RUDY project (www.rudystudy.org) an

fraught with difficulty, from both practical and ethical

ongoing research project that aims to enhance clinical care

standpoints. The HSE’s consent policy, published in 2013,

for those with rare diseases via patient-driven research. The

does include information about future use, saying

project allows participants to alter their level of consent at

information regarding this must be as informed as possible

any time, via a personalised digital interface. Individuals can

at the initial stage. A new approach is needed, however, as

upload prescriptions, details about hospital visits and doctor

the introduction of GDPR nears. Dynamic consent may

appointments, and also information specific to their own

provide the answer.

personal experience of their disease. Patients also complete

The international research perspective

Professor Jane Kaye of the University of Oxford, explained
that while dynamic consent remains relatively new as a
concept, she is involved in a number of projects in which it
is an embedded principle. She has been working on this
approach for almost ten years, having been involved in a
project entitled EnCoRe, which finished in 2012 that aimed
to give direct and transparent control of their data to
individuals.

detailed surveys about their conditions and symptoms.

A patient forum oversees the major decisions made within
RUDY, and signs off on the software development; this forum
also makes suggestions regarding study endpoints and
enhances the value of research in terms of benefitting clinical
practice. “Technology has the potential to empower patients,
and change the relationships between patients and their
clinicians and researchers. This allows for the potential of “co
-production” and a fundamental change to patient
involvement in research” she said.

‘Dynamic consent is a model that allows us to think
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Making consent more ‘dynamic’ for
biomedical research

The paper-based consent model is rigid, with everything

and chemotherapy. These involved quite toxic side effects

provided at the beginning of research and “locked in time”.

but after considering the benefit/risk balance, she felt

This makes it difficult to alter any elements of a patient’s

confident in choosing to have the treatments. This is true for

participation. But by giving additional information at later

her treatment regime today, which involves medication not

stages, this means the consent remains valid and thus

designed for her particular disease, but she wishes to have

“keeps it alive”. Collecting this information along the patient

the quality of life she has now rather than have a lesser

pathway can be a simple process, she noted, adding that it

quality over a longer period of time.

also helps patients to see research and clinical care as one

Having established Vasculitis Ireland Awareness to address

and the same thing. This is a major step towards providing
precision-or-personalised medicine.

the lack of support and awareness for the condition, she also
sought to become more involved in research. Members of

Dynamic consent also means that decisions made locally are

the patient group had many questions and concerns about

respected globally, which is critically important as research

research, including sample collection and personal data, and

becomes increasingly international. It is also fully compliant

data privacy in particular. The group eventually worked with

with the GDPR. However, the cultural change brought about

researchers from the Rare Kidney Disease Registry and

by the introduction of dynamic consent models will be more

Biobank in Trinity College Dublin to change and improve the
consent form. Two major alterations they emphasised were
clarification of an opt-out clause within the consent form, as
well as an option for patients to learn of the results of any
research their data has been used for.
Vasculitis Ireland Awareness still participate on the steering
group of the Biobank. The group is now developing an app,
which will allow patients monitor their own wellbeing with
the hope that this data will be used in future validation
research. “We are hoping this research will help us identify
what aspects of our lifestyle or environment triggers a flare
of our condition, and perhaps we can then control these
things.” Transparency is key to informed consent, and

significant, and will ultimately allow greater empowerment
of patients, concluded Prof Kaye.

informed consent is necessary for patient empowerment.
The Irish research perspective
Dr Gianpiero Cavalleri of the Royal College of Surgeons
Ireland discussed consent within the arena of genomic health

The patient perspective

data, sharing his experience as a genetic researcher. Dr

Ms Julie Power of Vasculitis Ireland Awareness gave the

Cavalleri acknowledged that the consent process has evolved

patient perspective on the provision of consent. Having
undergone many treatment regimens and surgical
procedures for her aggressive form of vasculitis, she is well-

considerably in the past decade - changes he sees as hugely
positive. These changes have been driven by ethics
committees, as well as by the researchers themselves. While

versed in the process of giving and discussing consent.

these alterations are necessary and beneficial, they can be

She told the attendees about her difficulties in

echoed Prof Kaye’s point by describing the lengthy process

understanding and completing a consent form prior to
investigative surgery. Due to time pressures, the form was
not fully explained or discussed, and Ms Power said she felt
vulnerable and her options were limited.
Following her diagnosis, Ms Power was informed that she

time-consuming and a significant demand on resources. He
involved in “physical” or paper-based consent, with face-toface interaction between the researcher and the study
volunteer. “Even finding a private place where you can have
that discussion can be a big challenge in a busy hospital” he
noted.

would need a specific treatment regime including steroids
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Making consent more ‘dynamic’ for
biomedical research
existing datasets. “Putting biobank or clinical trial data ‘into
the bin’ has major consequences. The reality is that 99% of
the datasets held right now probably don’t comply with
GDPR. When it comes to national legislation, this needs to be
informed by researchers working in Ireland at present”.
However, while the GDPR is very much driven by the
individual and their contribution to a study, the impetus for
research funders is often in terms of industry engagement.
Dr Cavalleri stated that he sees no significant distinction
between academic and commercial biomedical research, as
both are trying to improve human health and also seeking
financial gain. If research wasn’t somehow driving economic

Dr Cavalleri noted that research funders should be aware
that as GDPR comes into play, there will be a major time
and resource requirement associated with its compliance.
Within his relatively small research team, a half-time person
would be needed just to manage ethics applications,
amendments and consenting, and at least another half-time

growth, in the long-term facilities would cease to exist, he
noted. This raises issues around consent and competing
interests, and full transparency around the sharing of data
with industry. Dr Cavalleri urged those working on legislation
to strike the balance between the desire of researchers to do
good, and also the rights of the individual and their data.

person to work on GDPR compliance, he estimated.

Participant Feedback

In relation to re-consent, or dynamic consent, Dr Cavalleri

Jacqui Turner from the National Rare Disease Office

noted that with any study that is longitudinal in nature,

commented that the concept of dynamic consent seemed

there will be continuous change; GDPR will not be the last

very “patient-focused” - her own work with patients has

change any long-term study will encounter. Although the

proven that they wish to be involved in research but also

digital interface of the dynamic consent model holds

want to be informed. She expressed doubt that all patients

promise, the particular patient group must be considered, as

would want to be continually involved in research, and would

they or their caregivers may not be sufficiently computer

prefer to take part in a project with a definite endpoint.

literate or may simply prefer phone or face-to-face contact.
“We still need to be able to communicate on different levels.
It may also be difficult to reach patients whose care has
gone well and who do not re-enter the system”.
Dr Cavalleri described the eHealth Epilepsy Lighthouse
project which seeks to provide more personalised and
effective healthcare services for people with epilepsy. The
project has two elements; one allows the results of genomic
testing to be housed and interpreted within an electronic
format, while the second is aiming to develop an interface
that will allow a person with epilepsy to view particular
components of their personal healthcare records. GDPR is
being incorporated into this project from its inception.
Dr Cavalleri noted that the Irish research community is
aware of GDPR and recognizes its importance, but
translating this into best practice presents major practical
difficulties. Researchers need help understanding what they
have to do in future projects, and especially in relation to
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Conclusions
•

•

The imminent introduction of GDPR (May

•

2018) has the potential to have both positive

what GDPR entails among the health and

and negative impacts on health and

research community and this will pose

biomedical research within Ireland.

significant challenges. Similarly there is a lack
of expertise in GDPR; people with these skills

The GDPR presents significant possibilities for

will be in demand.

the use of health data, particularly in relation
to secondary use and processing of health

•

•

There is a lack of awareness as to precisely

•

Attitudes towards data protection and data

data, but compliance with its accompanying

privacy are changing in Ireland, with a

legislation will have significant time and

growing awareness of cybersecurity and the

resource implications for those engaged in

use and misuse of personal data among the

research.

public and especially patients.

Ireland will need to draft its own legislation

•

Patients are more empowered and informed

regarding governance of research, including

about the consent and research processes,

consent and particularly, consent exemptions.

and the GDPR should allow for greater

This will need to tie in with the stipulations of

transparency as to the use of their health data.

the GDPR, and citizens must be engaged with

This should lead to greater confidence and

this process.

trust among patients.

Health data protection and security must be

•

The model of dynamic consent holds promise

embedded principles within any research

for the secondary processing of health data

project from the outset.

but a significant cultural change will be
required to embrace it.

Links
1.

Data Protection Commissioner public communications: www.gdprandyou.ie - explanatory video here:
https://vimeo.com/218795989

2.

Official EU opinion adopted on Data Portability: ec.europa.eu/newsroom/document.cfm?doc_id=44099

3.

Official EU opinion adopted on Data Protection Officers: http://ec.europa.eu/information_society/
newsroom/image/document/2016-51/wp243_en_40855.pdf

4.

Official EU opinion adopted on Lead Authorities: http://ec.europa.eu/information_society/newsroom/image/
document/2016-51/wp244_en_40857.pdf

5.

Professor Jane Kaye and the RUDY project: www.rudystory.org

6.

eHealth Ireland Epilepsy Lighthouse project: http://www.ehealthireland.ie/Lighthouse-Projects/EpilepsyLighthouse-Project/

7.

Briefing document distributed to meeting attendees (with thanks to Professor Jane Kaye): http://
www.ipposi.ie/wp-content/uploads/2017/07/Briefing-document-for-attendees.pdf
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Appendix: Biographies
SPEAKERS: Session 1
Cathal Ryan is an Assistant Commissioner with the Office of the Data Protection
Commissioner Ireland. A qualified lawyer with significant commercial and regulatory
experience, Cathal heads up the Office’s Public Sector and Health Consultation Section. This
Section is responsible for overseeing the Office's function of proactively providing data
protection awareness and best practice guidance to all public sector and health bodies to
ensure their activities are carried out in compliance with data protection law. Cathal is also a
member of the Article 29 Working Party Group and regularly contributes to published
opinions in respect of data privacy and processing of personal data. His current areas of
involvement include Data Protection Impact Assessments and Codes of Conduct under GDPR.
Muiris O’Connor is Head of R&D and Health Analytics in the Department of Health. This is a
new division established in late 2015 which brings together a range of functions including ICT,
eHealth, health information, research, analytics as well as international relations and
engagement with academia and enterprise. The new division reflects the Department’s
commitment to evidence-based policy and practice and it is focussed on the management of
research and innovation for the explicit purpose of achieving improved service and
organisational outcomes. Prior to joining the Department of Health, Muiris worked in the
Higher Education Authority (HEA), the Department of Education and Skills, the Conference of
Religious of Ireland (CORI), the Economic and Social Research Institute (ESRI) and the
National University of Ireland, Galway (NUIG).
Jeanne Kelly is a partner in the Commercial team of Mason, Hayes & Curran, and is also a
member of the firm’s Technology, Media and Communications team. She advises both
public and private clients in relation to technology law (data protection), intellectual
property and general commercial contract law. Jeanne speaks and writes regulatory on IP/
IT law issues including on the forthcoming GDPR. Jeanne has long experience in FDI and
acts for a number of international corporates who operate in Ireland. She is an expert on
legal issues in computer gaming. She has extensive experience in the Universities sector
and advises clients on technology transfer issues. Jeanne also acts for a number of
innovative Irish technology companies on their expansions abroad. Jeanne studied law at
University College Dublin and at the Université de Haute Normandie, Rouen, France.

CHAIR
Dr Derick Mitchell is the Chief Executive of IPPOSI. He has over ten years experience of
working in patient engagement, scientific communications, multistakeholder management
and advocacy at both the national and European level. From 2011-2015, Derick was
Communications Manager of the EU Joint Programme – Neurodegenerative Disease
Research (JPND). Derick leads IPPOSI’s participation in EUPATI - a unique initiative to
develop an EU-wide Patient Training Academy. He is also a board member of the Health
Informatics Society of Ireland, the eHealth Ireland committee, the Medical and Life
Sciences Committee of the Royal Irish Academy as well as the oversight group on
implementation of the National Rare Disease Plan for Ireland.
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Appendix: Biographies
SPEAKERS: Session 2
Prof Jane Kaye is the Director of the Centre for Law, Health and Emerging Technologies
(HeLEX) at the University of Oxford, and a Wellcome Trust University Award holder. She
obtained her degrees from the Australian National University (BA); University of Melbourne
(LLB); and University of Oxford (DPhil). She was admitted to practice as a solicitor/barrister
in 1997 and is a member of the University of Oxford’s Faculty of Law. Her team are leading
on the development of Dynamic Consent approaches. Her research focuses on the
relationships between law, governance and best practice. The main focus of her research is
on Dynamic Consent, biobanks, genomics, privacy, data-sharing frameworks, global
governance and translational research.
Julie Power is the Founder and Chairperson of Vasculitis Ireland Awareness, an all-Ireland
support group for those affected by any of the Vasculitis diseases. She is a member of the
Northern Ireland Rare Disease Partnership Board of Directors, and is a patient
representative in a pilot for two years in the Northern Ireland Vasculitis service. Julie is a
Fellow of the European Patients Academy (2015) and is a Irish patient support contact for
the Vasculitis Foundation and Vasculitis UK. She is also a patient representative on the
Irish Rare Kidney Disease Registry Steering Committee, and a Patient Support Group
representative in VINE (Vasculitis Ireland Network). The uncertainty and isolation Julie
experienced on her diagnostic and disease management journey has fuelled her interest in
raising awareness, improving care and research.
Dr Gianpiero Cavalleri is a B.Sc. graduate of Trinity College Genetics Department and
completed a Ph.D. in human genetics at University College London in 2006. Prior to his
arrival at RCSI, he worked at the Institute for Genome Science and Policy at Duke
University, North Carolina. Gianpiero was appointed as Associate Professor of Human
Genetics in 2016. His research interests include human population genetics, and the
genetics of epilepsy predisposition and treatment. Gianpiero is also involved with the
Epilepsy Lighthouse Project that is facilitating the clinical integration of genomics using
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