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1. Who we are
EquiPath Analytics Limited (“EquiPath”, “we”, “us”) sponsors and operates the Glanzmann Thrombasthenia Real-World Insights Registry and is the data controller responsible for deciding why and how participant personal data are used. Dendrite Clinical Systems Ltd provides the secure electronic data capture platform. Its contractual data protection role and any subprocessors must be confirmed before publication.
Controller contact: [INSERT REGISTERED ADDRESS, PRIVACY EMAIL AND DPO CONTACT].
2. What this registry does
The registry is an international, non-interventional research project collecting information about the experiences of people living with GT, carriers and caregivers. It explores bleeding and treatment experiences, access to care, quality of life, mental health and the impact of GT on everyday life. Taking part is voluntary and does not change medical treatment.
3. Information we collect
Depending on your role and the questions you answer, we may collect: contact and account details needed for participation or follow-up; age bracket, gender, country/region, ethnicity and caregiving relationship; information about GT diagnosis, symptoms, bleeding episodes, treatment, healthcare use, menstrual and reproductive health, mental health, quality of life, work or school, and caregiver burden; consent preferences and survey responses. The website may also process technical information required for security and operation, such as login and access records. [CONFIRM EXACT WEBSITE LOGS, COOKIES AND ANALYTICS]. Some information is sensitive health or other special-category data.
4. How we use information
We use information to enrol eligible participants, record and manage consent preferences, collect survey responses, maintain data quality, conduct approved research analyses, contact participants for agreed follow-up or optional research opportunities, meet legal and ethical obligations, and publish or share research findings in aggregated or appropriately anonymised form. We do not use the registry to change your care.
5. Our legal basis
The study protocol refers to legitimate interests for registry processing and consent for contact. Before publication, EquiPath must confirm and document the Article 6 UK GDPR lawful basis for each activity, the separate Article 9 condition for processing health and other special-category information, and any applicable research safeguards and national-law requirements. Research participation consent is not automatically the same as GDPR consent. [INSERT VERIFIED ARTICLE 6 AND ARTICLE 9 BASES, AND EXPLAIN ANY LEGITIMATE INTERESTS].
6. Consent and your choices
You will receive participant information and be asked for appropriate research consent before answering registry questions. The protocol provides for separate choices about future contact and additional research. Participants may update preferences through the secure portal. Where children participate, parent/guardian permission and age-appropriate assent will be obtained as applicable.
7. How we protect information
The protocol states that survey data are pseudonymised and identifying contact information is kept separately in an encrypted identity vault. Data are encrypted in transit and at rest, with access controls and monitoring. Authorised personnel only should have access for approved purposes. Pseudonymised information is still personal data where re-identification remains possible. [CONFIRM ACTUAL IMPLEMENTATION, ACCESS ROLES AND SECURITY CONTROLS WITH DENDRITE].
8. Who may receive information
Authorised EquiPath staff and approved service providers may process information where needed for the registry. Dendrite provides the survey platform. Approved analysts may receive pseudonymised research data. The protocol anticipates reports, publications and sharing of aggregated, anonymised findings with researchers, advocacy groups and other stakeholders. [CONFIRM ALL PROCESSORS, RECIPIENT CATEGORIES AND WHETHER ANY INDIVIDUAL-LEVEL DATA ARE SHARED].
9. International transfers
The registry accepts participants internationally. The protocol refers to UK data residency where feasible, but does not establish the final hosting locations or all international transfers. [INSERT VERIFIED HOSTING COUNTRIES, TRANSFER DESTINATIONS, LEGAL SAFEGUARDS AND HOW TO OBTAIN DETAILS].
10. How long we keep data
The protocol proposes keeping registry records for 10 years after the last registry activity, subject to earlier deletion requests and annual review. [CONFIRM THE RETENTION START POINT, SEPARATE PERIODS FOR IDENTIFIERS, CONSENT RECORDS, BACKUPS AND WEBSITE LOGS, AND LEGAL EXCEPTIONS].
11. Withdrawal and data deletion
You may stop taking part without penalty. The protocol describes options to retain your data, request deletion, or remove identifiers and retain anonymised data. Requests will be handled in accordance with applicable law, including any relevant research exemptions or retention obligations. Data that have already been irreversibly anonymised or incorporated into published aggregate findings may not be retrievable or removable. Contact [INSERT CONTACT] to make a request.
12. Your data protection rights
Depending on applicable law and circumstances, you may have rights to be informed, access your personal data, correct inaccuracies, request erasure or restriction, object to certain processing, and receive portable data where the law applies. You can also complain to the UK Information Commissioner’s Office (ico.org.uk), or a relevant local supervisory authority. To exercise your rights, contact [INSERT PRIVACY EMAIL].
13. Cookies and website technology
The registry website may use essential cookies or similar technologies for login, security and session management. [DENDRITE TO CONFIRM EXACT COOKIES, PURPOSES, DURATION, THIRD PARTIES AND WHETHER ANALYTICS OR NON-ESSENTIAL COOKIES ARE USED]. If non-essential cookies are used, an appropriate consent mechanism and separate cookie information may be required.
14. Changes to this notice
We may update this notice if the registry or our data handling changes. The current version and effective date will be available on the website. Where changes materially affect participants, we will provide additional notice where appropriate.
Effective date: [INSERT]  |  Version: Draft 0.1
Items to confirm before publication
• EquiPath registered address, privacy contact and DPO details.
• Dendrite processor status, hosting countries, subprocessors, access roles and contractual arrangements.
• Article 6 lawful basis, Article 9 special-category condition and safeguards.
• Cookie inventory, website analytics and security logs.
• Retention periods, international transfers and withdrawal/deletion workflow.
• Alignment with final ethics-approved participant information and consent forms.
• Whether this notice also needs to address jurisdictions beyond the UK/EU.
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