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von Hippel-Lindau

 1:36,000 people

 Hereditary (20% are first in family)

 Tumors in brain, spine, eyes, ears, adrenal
glands, testes, broad ligament of the uterus, 
pancreas, and kidneys

 Patients need to be constantly scanned, 
complex  care. Starts at birth.

 Specialists: clinical geneticists, 
endocrinologists, urologists, neuro-
oncologists, neurosurgeons, nephrologists, 
pancreatic sugeons, andrologists, 
opthlamologists, etc.  

 In the Netherlands we have 460 patients; 
>300 belong to our patient organisation. In EU 
27, 12.5K patients. 
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Care pathway developed

• Referral
• Triage
• Registration
• Diagnosis
• Additional Tests
• Treatment
• Follow-up
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VHL Disease – EU since 2021
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Tumor reduction 
procedures before 
and after treatment 
initiation for 
individual patients

Jonasch and Srinivasan NEJM 2021
Jonasch et al, NEJM, 2021
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VHL Disease – since 2021 (EU)
6

FDA approval

My personal experience: 
12 Patients have died
3 Patients have become Type 1 diabetics
3 Patients have joined trials 
90% of questions are about access
>1000 Patients have flocked to support groups
100% Patients are frustrated!
Role has changed from navigator to
expectation manager
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The data controller
Natural or legal person (e.g. patient organization, 

hospital, company), public authority…

The data processor
Natural or legal person (e.g. IT company)

Determines (alone or jointly with others) the 
purpose (WHY) and means (HOW) of the 

processing of the personal data

Article 4(7),(8) GDPR

Processes personal data on behalf of 
the controller

Who plays a role under the GDPR?
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Data subjects

Controller

Processor

DPO

DPO 

Data Protection 
Authority (DPA)

European Data 
Protection Board

Data Protection 
Authorities (DPAs)
in other countries
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What is the interaction?
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• Controller is responsible and must be able to demonstrate compliance with the GDPR 
principles

• Data protection by design & by default: both in the planning and in the implementation 
phase, data protection principles and appropriate safeguards must be addressed and 
implemented

• Keep a record of processing activities 
• Cooperate with the DPAs
• Data security: implement appropriate technical and organisational measures to protect 

personal data against accidental or unlawful destruction (e.g. encryption, 
pseudonymization)

• Reporting data breaches to DPAs, notifying the data breaches to data subjects
• Appoint a DPO
• ……..
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Obligations:
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Example 1

21

 
• >1000 pts
• About to be 

refurbished
• Pts submit scans and 

info, or allow hospitals 
to submit records

• Researchers request 
access with query
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Example 2
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Example 3: Biobanks established by 
patient groups

• Association Française contre les Myopathies 
(AFM) 

• Neuromuscular diseases. Founded DNA 
biobank in the mid-1990s

• Patient Tumor Bank of Hope (Germany)
• PATH founded by breast cancer 

survivors,  intended for the sole purpose 
of supporting breast cancer research

• Patient group retains decision-making power 
over the biobank, whilst maintaining a tight 
partnership with the scientists involved

http://www.genethon.fr/en/rd-2/dna-and-cell-bank

https://www.path-biobank.org/ 

Credit Derek Mitchell IPPOSI

http://www.genethon.fr/en/rd-2/dna-and-cell-bank
https://www.path-biobank.org/
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Example 3 cont’d: Patients as part 
of Governance of a biobank

Wales Cancer Bank, UK (publicly funded)

• A Steering Group established the biobank

• 4 lay members on steering group, established patient & ethics committee

• Later reimagined to ‘Lay Liaison & ethics group’

• Reviews proposals:

• electronic consenting, volunteer consenting

• Role in Access procedures:

• researchers do not receive samples until the reviewing lay member is satisfied 
that content & structure of lay summary describes the proposed research in 
terminology suitable for a lay audience

Mayo Clinic Biobank (USA)

• Uses deliberative democracy techniques to involve patients and research participants in 
the policy and decision-making of the biobank

• Community Advisory Board

Credit Derek Mitchell IPPOSI
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• Patients/Patient Organisations have the capacity to collect and own 
data

• We need to engage with experts in qualitative and quantitative 
research and analysis (key role: statisticians). There is loads of room for 
collaboration!

• We do our best to Implement rigorous technical and organisational 
measures to protect, store and organise data.

• We use the evidence: identify 1) issues to focus on, 2) potential 
solutions, 3) unanswered questions… 
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Considerations for Patient-owned data
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Thank you for your attention!
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:

rachelhelengiles@gmail.com
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