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: Greater Glasgow
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West of Scotland Research Ethics Service

West of Scotland Committee 1
Western Infirmary

Ground Floor

Tennant Institute

38 Church Street

Glasgow

G11 6NT

" Telephone : 0141 211 6238
Fax: 0141211 1847

" Date : 18" June 2009

" Email: andrea.torrie@ggc.scot.nhs.uk

Dr 8. Faisal Ahmed

Bone & Endocrine Research Group
Department of Child Health

Royal Hospital for Sick Children
Yorkhill

Glasgow

G3 8SJ

'Dear Dr Ahmed
"Project : 09/S0703/76 The ESPE DSD Registry 12422/37590/9/296

"1 should like to acknowledge the content of letter dated 16™ June 2009 from you
enclosing the approved amendments to the Study Design and the following approved
documents as required by the Committee at the meeting on 2" June 2009

"1 Information Sheet for Adults and Young People Over 14yrs dated 16/06/09
2 Consent Form for Adults and Young People Over 14yrs dated 16/06/09
3 Data Protection Register — Entry Details

“Yours sincerely

snde < Fm,

Andrea Torrie, Senior/Lead Administrator

“c.c. R & D Department
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WOSRES Greater Glasgow

West of Scotland Research Ethics Service and Clyde
West of Scotland REC 1

Westemn Infirmary
Dumbarton Road
Glasgow
G11 6NT

Telephone: 0141 211 6238
Facsimile: 0141 211 1847

08 June 2009

Dr S. Faisal Ahmed
Dept of Child Health
Royal Hospital For Sick Children

G3 8SJ

Dear Dr Ahmed

Title of the Database: The ESPE DSD Registry
REC reference: 09/S0703/76

The Research Ethics Committee reviewed the above application at the meeting held on 02
June 2009. Thank you for attending to discuss the application.

Ethical opinion
The committee thanked you for attending the meeting to discuss his study
The committee had several questions for you which were answered to their satisfaction

The committee require the undernoted amendments/clarifications to both the Study design
and Information Sheets:

Study Design:

a) page 17 Questions 6 is incomplete.

Information Sheets

Information for Children less than 14 years old - is satisfactory

Information for Adults and young people over 14 years old should be shortened and
simplified and the main points of the study/registry as they apply to the patient/adult stated
clearly and should contain the undernoted additional information;

a) A further sentence should be added in respect of data storage.

b) A further sentence should be added in respect of "genetic information being stored for
future research. Any further research on the stored samples would require to have the
approval of a Research Ethics Committee”.

c) A further sentence should be added to the effect that participants can look at the
information stored in the registry through their clinician.

. . The above awen ents/clarifications should come back to the secretary for checking and
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