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Partnering with the NHS GMSAs to Advance Early Diagnosis of Rare Diseases – Leaflet 1
The Wyre Forest Health Partnership is committed to providing you with the highest standard of care. We are pleased to announce our participation in an innovative NHS project designed to significantly accelerate the diagnosis of rare diseases that are often challenging to identify. This initiative is a key component of the NHS’s Genomic AI Network programme, undertaken in collaboration with the Central and South Genomic Medicine Service Alliance (GMSA).
[bookmark: _1x6xoh8f1x4m]The Purpose of This Project
Diagnosing rare conditions is difficult and it often takes a long time, frequently averaging five to six years, and sometimes considerably longer. This project aims to dramatically reduce these delays.
We will be utilising MendelScan, a secure software medical device registered with the Medicines and Healthcare products Regulatory Agency (MHRA), part of the UK Government’s Department of Health. This program is designed to search for patterns within your electronic health records to help our clinical team identify patients who may have an undiagnosed rare disease. We will be using this software to review the records of patients aged under 70 years. This proactive approach allows for earlier investigation and access to appropriate support.
MendelScan was developed by Mendelian, a UK-based company dedicated to improving patient outcomes through accelerated rare disease diagnoses.

[bookmark: _qhddgcyuqheo]Benefits for Patients and Primary Care
This project is poised to deliver substantial advantages:
· Earlier Diagnosis: By identifying patients with previously undiagnosed rare diseases, we aim to significantly reduce current diagnostic delays.
· Improved Outcomes: Timely diagnosis facilitates earlier access to specialised management, treatments, and vital support networks, thereby significantly empowering patients.
· Reduced Burden on Primary Care: While individually rare, collectively, rare diseases affect a significant portion of the population (1 in 10 people in the UK). Speeding up the diagnosis can alleviate the burden on primary care by streamlining pathways for complex, undiagnosed patients who present frequently, undergo numerous referrals to specialists, and receive many irrelevant tests.


[bookmark: _2452x743ynel]Data Protection and Access: Our Commitment to Your Privacy
We fully acknowledge the sensitivity surrounding patient data and the public's desire for robust security and clear information. Here’s how MendelScan operates to ensure your data is protected:
· Clinical Decision Support, Not Diagnosis: MendelScan is classified as a case-finding clinical decision support device. Its function is to assist our clinical team in identifying patients who may warrant further review for a specific rare disease or group of related rare diseases. It is not a diagnostic tool and cannot diagnose patients.
· Patient Autonomy: Should MendelScan identify a potential indication for further review, our clinical team will always discuss any next steps with the relevant patient. Patients have the right to choose if they wish to proceed with any further evaluation for the suspected condition.
· Secure and Limited Data Access:
· MendelScan is designed to access only structured data within Electronic Health Records (EHRs). This includes coded information such as diagnosis codes, symptom codes, prescriptions, and quantitative readings.
· It does not access any unstructured data, such as free text notes or letters.
· Your data is not used for any other purposes. Your data is not used to train MendelScan models, and data does not leave the MendelScan system except when reports are returned to the NHS clinical team involved in the project.
· Adherence to NHS Standards: As the technology provider, Mendelian, like other technology providers we use, has completed the NHS Data Security and Protection Toolkit assessment to the required standards. This project rigorously complied with all relevant NHS Information Governance requirements; there are robust Data Sharing Agreements in place to ensure compliance and prevent unauthorised dissemination.

[bookmark: _qyi5wcx3ddk0]Patient Consent and Communication: Your Right to Choose
The principle that patients should be informed about the processing of their data and offered the opportunity to make an informed choice is paramount. We propose providing patients with an opt-out mechanism, aligning with best practices for patient engagement.
· How to Opt Out: If you do not wish for your structured health record data to be reviewed by MendelScan for the purposes of this project, please inform us through one of the following methods:
· Calling the reception team at your GP Surgery: stating your wish to opt out of the MendelScan project.
· Emailing your GP Surgery: with the subject line "MendelScan Project Opt-Out" and including your full name and date of birth in the email body.
· Responding to a text message you may have received previously: If you have a smart phone and we are aware of the number we will have sent you a text message with an attached link to a questionnaire.
Please be assured that opting out will mean your data is not reviewed by MendelScan for this specific project and will not in any way affect the quality of your care.
If we do not hear from you within 10 days, we will assume you are happy for us to proceed.
You may receive this as a parent of a child or as a carer for someone who needs help to understand information about their health. Please discuss this letter with them if this is possible to do so.
[bookmark: _34bqmp9eeojt]Further Information
Should you have any questions regarding this project, please do not hesitate to speak with a member of the reception team at your GP surgery.
Thank you for your understanding and support in helping us advance the diagnosis of rare diseases for the benefit of our community.

Contact details
Bewdley Medical Centre 
Tel: 01299 402157
Email: wyreccg.bewdleymedicalcentre@nhs.net
Church Street Surgery
Tel: 01562 745040
Email: m81056.ooh@nhs.net
Hagley Surgery
Tel: 01562 881700
Email: hwicb.hagleysurgery@nhs.net
Kidderminster Medical Centre
Tel: 01562 546740
Email: Email: hwicb.kmc-admin@nhs.net
Stourport Medical Centre
Tel: 01299 827171
Email: wyreccg.smc@nhs.net
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