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Endometriosis UK privacy notice 

This privacy notice tells you what to expect us to do with your personal 

information. 

• Contact details 

• What information we collect, use, and why 

• Lawful bases and data protection rights 

• Where we get personal information from 

• How long we keep information 

• How to complain 

 

Contact details 

Post 

Endometriosis Uk, 10-18 Union Street, , LONDON, United Kingdom (+44), SE1 

1SZ, GB 

Telephone 

02072222781 

Email 

fundraising@endometriosis-uk.org 

 

What information we collect, use, and why 

We collect or use the following information to receive donations or funding 

and organise fundraising activities: 

• Names and contact details 

• Addresses 

• Donation history 

• Health information 

• Tax payer information (for Gift Aid purposes) 

• Gifts in wills 

mailto:fundraising@endometriosis-uk.org
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We collect or use the following personal information for service updates or 

marketing purposes: 

• Names and contact details 

• Addresses 

• Marketing preferences 

• Recorded images, such as photos or videos 

• Purchase history 

• Donation history 

• Records of consent, where appropriate 

• Attendance at our events  

• Case study submissions 

 

Equity, Equality, Diversity and Inclusion 

We would like to know the communities we are engaging in our work. This will 

help us to expand our reach even further, working to support everyone with 

endometriosis. To measure our reach, we may ask for the following 

demographic information which is optional. This information will be used to 

identify who we aren’t reaching, and produce even more inclusive services, 

events, communications and research.  

This information will be stored in accordance with the Data Protection Act 2018. 

We will hold this information up to one year from collection date, afterwards it 

will be destroyed.  

 

List of demographic information which we may ask for: 

• A) Gender B) Identifies as Trans 

• Sexuality  

• Ethnicity 

• Age 

• Identifies as Neurodivergent 

• Diagnosed with a mental or physical health condition  

• Disabled under the Equality Act 2010  
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• Income household under £25,000 

• No longer trying to have children, not by choice and by choice 

• Experiencing menopause 

 

Lawful bases and data protection rights 

Under UK data protection law, we must have a “lawful basis” for collecting and 

using your personal information. There is a list of possible lawful bases in the UK 

GDPR. You can find out more about lawful bases on the Information 

Commissioner Office’s (ICO) website (https://ico.org.uk/). 

Which lawful basis we rely on may affect your data protection rights which are 

set out in brief below. You can find out more about your data protection rights 

and the exemptions which may apply on the ICO’s website: 

• Your right of access - You have the right to ask us for copies of your personal 

information. You can request other information such as details about where we 

get personal information from and who we share personal information with. 

There are some exemptions which means you may not receive all the 

information you ask for. Read more about the right of access. 

• Your right to rectification - You have the right to ask us to correct or delete 

personal information you think is inaccurate or incomplete. Read more about 

the right to rectification. 

• Your right to erasure - You have the right to ask us to delete your personal 

information. Read more about the right to erasure. 

• Your right to restriction of processing - You have the right to ask us to limit 

how we can use your personal information. Read more about the right to 

restriction of processing. 

• Your right to object to processing - You have the right to object to the 

processing of your personal data. Read more about the right to object to 

processing. 

• Your right to data portability - You have the right to ask that we transfer the 

personal information you gave us to another organisation, or to you. Read more 

about the right to data portability. 

• Your right to withdraw consent – When we use consent as our lawful basis 

you have the right to withdraw your consent at any time. Read more about the 

right to withdraw consent. 

https://ico.org.uk/for-organisations/advice-for-small-organisations/getting-started-with-gdpr/data-protection-principles-definitions-and-key-terms/#lawfulbasis
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#roa
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtr
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtr
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rte
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtrop
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtrop
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rto
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rto
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtdp
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtdp
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtwc
https://ico.org.uk/for-organisations/advice-for-small-organisations/privacy-notices-and-cookies/create-your-own-privacy-notice/your-data-protection-rights/#rtwc
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If you make a request, we must respond to you without undue delay and in any 

event within one month. 

To make a data protection rights request, please contact us using the contact 

details at the top of this privacy notice. 

 

Our lawful bases for the collection and use of your data 

Our lawful bases for collecting or using personal information to receive 

donations or funding and organise fundraising activities are: 

• Consent - we have permission from you after we gave you all the relevant 

information. All of your data protection rights may apply, except the right to 

object. To be clear, you do have the right to withdraw your consent at any time. 

• Legitimate interests – we’re collecting or using your information because it 

benefits you, our organisation or someone else, without causing an undue risk 

of harm to anyone. All of your data protection rights may apply, except the right 

to portability. Our legitimate interests are: 

• to monitor and evaluate the performance and effectiveness of our activities. 

• to keep you informed (by letter, telephone, email and other electronic means) of 

news and information about our events, activities and details of opportunities to 

get further involved with Endometriosis UK in accordance with your 

communication preferences and subject to having your consent for being 

contacted by electronic means. 

• to ensure that our communications are relevant to you and your interests. 

• administrative purposes, for example in connection with your membership or an 

event you have registered for or attended. 

• conducting surveys, focus groups and other research;   internal record-keeping, 

including the management of any feedback or complaints. 

For more information on our use of legitimate interests as a lawful basis you can 

contact us using the contact details set out above. 

Our lawful bases for collecting or using personal information for service 

updates or marketing purposes are: 

• Consent - we have permission from you after we gave you all the relevant 

information. All of your data protection rights may apply, except the right to 

object. To be clear, you do have the right to withdraw your consent at any time. 
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Where we get personal information from 

• Directly from you 

• Third parties: 

o From third party fundraising platforms where supporters are fundraising for us 

on another platform eg. Just Giving 

 

How long we keep information 

We have a data retention policy of keeping your data for no more than 2 years 

after your last donation, event attendance, received mailing or fundraising 

activity.  

For more information on how long we store your personal information or the 

criteria we use to determine this please contact us using the details provided 

above.  

 

How to complain 

If you have any concerns about our use of your personal data, you can make a 

complaint to us using the contact details at the top of this privacy notice. 

If you remain unhappy with how we’ve used your data after raising a complaint 

with us, you can also complain to the ICO. 

The ICO’s address:            

Information Commissioner’s Office 

Wycliffe House 

Water Lane 

Wilmslow 

Cheshire 

SK9 5AF 

Helpline number: 0303 123 1113 

Website: https://www.ico.org.uk/make-a-complaint 

  

Last updated 

This document was last updated July 2025 

https://ico.org.uk/make-a-complaint/

