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EDGI Overview 

 

Aim of the Eating Disorders Genetics Initiative 
The Eating Disorders Genetics Initiative aims to better understand and facilitate research 

investigating genetic and environmental risk factors associated with eating disorders. These include 

the experience of anorexia nervosa, bulimia nervosa, binge-eating disorder or any other eating 

disorder at any time in participants’ lives. The long-term goal is to inform better treatment 

guidelines and improve future care for patients.  

 

EDGI is part of the NIHR BioResource 
• Patients signing up to EDGI are also joining the NIHR Mental Health BioResource, part of the 

NIHR BioResource. 

• The NIHR BioResource is a large biorepository of over 100,000 people with and without 

health problems who are willing to be recontacted for future research. 

• Participants provide biological (saliva), psychological (questionnaire), and clinical (medical 

records) data that is stored and used for scientific research purposes. 

• The NIHR Mental Health BioResource aims to increase participation of people with mental 

health disorders in medical and psychological research. 

 

EDGI Contact Details   
 

Email: 

• EDGIadmin@kcl.ac.uk (questions about governance, recruitment procedures, or other NHS 

site-related queries) 

• EDGI@kcl.ac.uk (patient queries) 

 

Phone: 

• Direct line for NHS sites: 0207 848 5381 

• Patients: 0207 848 1639 (goes to voicemail) 

 

Website:  https://edgiuk.org/ 

 

NHS site recruitment form:   _https://redcap.link/edgi_nhs_survey 

 

 

https://edgiuk.org/
https://redcap.link/edgi_nhs_survey
https://redcap.link/edgi_nhs_survey
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Participant Recruitment  
 

Individuals aged 16 years or above who have experienced an eating disorder at any point in their 

lives (whether that be current or past) will be able to sign up to the study online and become a 

member of EDGI. Information about EDGI will be distributed online through both a social media 

campaign and through NHS Trusts and services. People will be directed to the EDGI website 

(www.edgiuk.org) to sign up online. 

After patients have registered to the site, they will be able to read through the information sheet, 

electronically sign the consent form, and complete core psychological screening questionnaires 

online. They will then receive a saliva kit in the post so that a biological sample can be collected at 

home and sent back to the lab. Once their kit has been received, participants will become full 

members of EDGI. 

EDGI participants will have access to useful links and resources available to the website, be able to 

view ongoing research projects, and can sign up online to studies they are eligible for. Up to eight 

times a year, they may also be contacted by EDGI or BioResource teams about future research 

projects they may want to participate in. If at any point a member decides they do not want to be 

part of EDGI or the NIHR BioResource, they can withdraw and can ask for their sample and 

questionnaire data to be destroyed. 

 

Eligibility  
EDGI is open to anyone who… 

✓ Is aged 16+ 

✓ Lives in England 

✓ Is currently experiencing or has experienced an eating disorder in the past 

Patients with anorexia nervosa, bulimia nervosa, binge eating disorder, or any other eating disorder 

are welcome to join. A clinical diagnosis is not needed to take part.  

 

The Sign-up Process 
1. Participants register on our website, https://edgiuk.org/, and read the information sheet. 

2. They provide consent using our online consent form. 

3. They complete an online questionnaire to see if they are eligible, the questionnaire takes 

around 30 minutes to complete. 

4. The EDGI team will send a saliva DNA sample through the post for the participant to 

complete and return to our lab using the freepost envelope provided. 

Once the participant has completed these steps, they will be able to see information on the EDGI 

website about optional questionnaires or other research projects that are being carried out. 

Once a participant is enrolled in EDGI, they are free to withdraw at any time.  

 

http://www.edgiuk.org/
https://edgiuk.org/
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NHS Involvement  
 

EDGI is designed to be an online resource, therefore involvement and support of the study by NHS 

Trusts and clinical services can be accomplished at varying levels of involvement. There are 3 

different site types for EDGI: 

Advertising (PIC) Sites 
Advertising sites agree to display EDGI posters and leaflets in waiting rooms and clinical areas as 

appropriate. The study team would prefer that all advertising sites also be data sites (see below). 

Data (PIC) Sites 
Data sites allow the study team access to medical records. EDGI participants consent to access to 

their medical records, including hospital and GP records. The study team will access clinical data 

centrally through NHS Digital to avoid burdening individual Trusts and services. If data needs to be 

collected at individual sites, the exact procedures for how this can be done, as well as what funding 

and support may be needed can be discussed to ensure it is feasible for each site. 

Please note that PIC sites do not receive accruals for EDGI! 

Recruiting Sites 
Recruiting sites will be involved in active recruitment of participants to join EDGI. NHS Trusts and 

clinical services can have varying levels of active involvement in EDGI and individual sites can decide 

on their own level of involvement.  

Recruitment methods for EDGI include: 

• Advertising through posters and leaflets 

• Advertising through social media 

• Advertising to internal staff 

• Mail-outs (letters, emails, SMS) 

• Over-the-phone recruitment of participants 

• A local research team which assists patients in reading through study information, 

consenting, and completing the questionnaire  

• A local research team assisting with saliva sample collections 

Recruitment strategies vary site by site, during the launch process the EDGI team will discuss which 

strategies work best for your site.  

 

Accruals  
All accruals are allocated according to responses to the questionnaire. At the beginning of the 

questionnaire, a series of 2 questions appear to help the EDGI team allocate accruals correctly to the 

correct NHS Trust, GP, or other healthcare provider. All accruals will be allocated based on responses 

to these questions.  

If the participant also completed a saliva sample at an NHS site, this will also be indicated on their 

questionnaire.  
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How to get involved as an EDGI NHS recruitment site? 
 

If you are interested in becoming an NHS EDGI recruitment site, either a PIC site or a recruiting site, 

you can follow one of two processes: 

 

1. Complete our online form designed to collect initial information about your site to facilitate 

set-up and launch. You can access the form here:  https://redcap.link/edgi_nhs_survey 

 

OR 

 

2. Contact the EDGI team at EDGIadmin@kcl.ac.uk to express interest and get added to the 

waiting list. Once we are ready to launch your site, you will be sent the online form (linked 

above) for us to gain more information about your site.  

 

Once our team has capacity to launch in your site, we can then begin discussions with the local R&D 

department regarding the feasibility of launching EDGI and the details of patient recruitment, on-site 

staff involvement, and linkage with medical records.  

 

 

Thank you for your interest in the Eating Disorders Genetics Initiative, we 

hope to hear from you soon! 

https://redcap.link/edgi_nhs_survey

