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Consent Form for Patients
Participating in Research Studies

Title:
Juvenile Dermatomyositis Cohort Biomarker Study and Repository (UK and Ireland)
NOTES FOR PATIENTS
1. You have been asked to take part in a research study. The person organising that study must explain the project to you before you give your consent.

2. Please ask the researcher any questions you may have about this project, before you decide whether you wish to participate.

3. If you decide, now or at any other stage, that you do not wish to participate in the research project, that is entirely your right, and it will not in any way prejudice your present or future treatment.

4. You will be given an information sheet which describes the research. This information is for you to keep and refer to at any time. Please read it carefully.

5. If you have any complaints about the way in which this research project has been, or is being conducted, please, in the first instance, discuss them with the researcher. You can contact the research team by email at info@jdrg.org.uk. If the problems are not resolved, or you wish to comment in any other way, please contact the Chairman of the Research Ethics Committee, by post at The Research and Development Office, UCL GOS Institute of Child Health, 30 Guilford Street, London, WC1N 1EH, or the Patient Advice & Liaison Manager at Great Ormond Street Children’s NHS Foundation Trust at 02074059200 extension 7862, or via email at pals@gosh.nhs.uk, or Data Protection Officer (DPO) at dataprotection@gosh.org.
CONSENT
            Please Initial

1. I can confirm that I have read the information sheets and have had the opportunity to ask questions.

 

2. I understand that I can withdraw from the study at any time, and this will not in any way prejudice my present or future treatment.


3. I agree to researchers looking through sections of my medical notes for the purpose of research.


4. I consent to the collection of blood and/or muscle biopsies and/or spit samples which will be stored at the Institute of Child Health, London. 

5. I consent to the collection of my NHS number and understand it may be used for long term studies.


6. The study may ask for an email address that they can use to contact me. I understand that by not providing an address my eligibility for the study will not be affected. 


7. I agree to provide blood samples, when a routine blood test is due as part of the routine clinical care. 


8. I agree to provide saliva samples.


9. I agree to provide any leftover biopsy sample, when a biopsy is required as part of the routine clinical care.

10. I understand that the collected samples, will be used to extract materials for genetic, biological, and immunological studies. I am aware that anonymised DNA, RNA, Protein, or cells from collected samples may be sent to another institution (in the UK, or internationally) for sequencing and/or other investigations as part of this study.
11. I agree that anonymised results from the investigations in this study may be shared with collaborating researchers at GOSH and other institutions (both within the UK, EU and International) for the purpose of analyzing the results and for research collaborations.

12. I understand that the genetic techniques used are NOT suitable for diagnostic testing for known genetic defects, and that I will NOT be told about any genetic alterations in my samples which are identified as a by-product of this research. This will not affect my access to clinically approved genetic advice and genetic testing through other doctors caring for me in any way.

13. I agree to participate in this study.

Name of Patient: ​​​​​​​​​​​​​​________________________________________________ 

​​​​​​​​​​​​_______________________             ____________________________                   ______________

Patient Signature: 

Name: 




                       Date:

_______________________             ____________________________                   ______________

​​​​​​​​​​​​​​​​​​​​​Researcher Signature: 
                Name: 




                       Date:

When completed: 1 for participant; 1 for researcher site file; 1 to be kept in medical notes.
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