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Agreement on access and handling of genomic, molecular and personal data for academic research 
Appendix to Application

[bookmark: _Hlk193471522] To be completed in English or Swedish:
	Project title:

	Principal investigator:

	Workplace address:

	Phone:
	Email:

	Responsible recipient of data, name: 

	Workplace address: 

	Phone:
	Email:

	Application registered, number and date (completed by BTB):




Decision from the Swedish Ethical review authority
[bookmark: _Hlk192781701][bookmark: _Hlk192782250]To access genomic/molecular/personal data from BTB and/or Genomic Medicine Sweden Childhood Cancer (GMS B) project for solid tumors approval from the Ethical Review Board/Swedish Ethical Review Authority (Etikprövningsmyndigheten) is required. Attach the ethical review application, decision, and informed consent documents (if applicable) and provide the information below:
	Reference number (diarenr.) and date of the ethical review board’s decision:

	Title of the ethical review application:

	Ethical review application, appendix no: 

	Ethical review board’s decision, appendix no: 

	Patient/subject’s informed consent documents, appendix no: 


Description of Data
Please attach a detailed list specifying which patients/research subjects/diagnostic groups the requested data concerns. For list of individual patients/subjects make sure it is transferred by secure means. Below, please specify the number of patients/research subjects included, and indicate the type of genomic/molecular/personal data intended for release, one data type per row:

	No. of research subjects
	No. of samples
	Type of data:
Genomic/Molecular: WGS, WES, WTS, Methylation array
Personal: Diagnosis, age, gender, treating hospital, sampling date etc. 
Personal number (only to PI/responsible clinician in project) 
Scanned images of H&E-stained tumor sections
	Format of genomic/molecular data for extraction/application: 
Raw data/analyzed data (fastq, bam, vcf, IDAT etc file formats), methylation classification results

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


WGS: Whole genome sequencing, WES: Whole exome sequencing, WTS: Whole transcriptomic sequencing

Detailed list, appendix no.:      
Additional comments:      		





Information on Data
The genomic/molecular/personal data generated/collected from patient samples by the Swedish Childhood Tumor Biobank constitute personal data and must be handled accordingly. In accordance with approved ethical application and patient consents, these data are intended for academic research within the field of pediatric cancer. By signing below, the recipient agrees to comply with the following conditions:
General Terms for Access to Molecular/Genetic Data from the Swedish Childhood Tumor Biobank
· Each use of these data must be approved by the Swedish Childhood Tumor Biobank and must comply with the approved ethical application for the research project.
· Data shall not be used after the project’s completion, and the Swedish Childhood Tumor Biobank must be notified when this occurs. The applicable guidelines regarding data retention and archiving for research purposes must be followed.
· Each use and handling of these data must comply with the General Data Protection Regulation (GDPR) and other relevant legislations.
· Data must be stored in a coded, secure manner, inaccessible to unauthorized individuals. Pease note that even coded or encrypted data that can be traced to an individual constitute personal data as long as the code or encryption key exists.
· These personal data, including any key to coded data, must not be shared with unauthorized third parties.
· No attempts may be made to identify individual patients based on the genetic data.
· Future publications must not include conclusions regarding any individual's identity.
· For methylation data used in scientific publications, the SNP&SEQ Technology Platform must be acknowledged as follows:
“Methylation profiling was performed by the SNP&SEQ Technology Platform in Uppsala (www.genotyping.se). The facility is part of the National Genomics Infrastructure (NGI) Sweden and Science for Life Laboratory. The SNP&SEQ Platform is also supported by the Swedish Research Council and the Knut and Alice Wallenberg Foundation.”
· For whole-genome sequencing data, WTS, and exome sequencing data used in scientific publications, the National Genomics Infrastructure (NGI) must be acknowledged as follows:
“The authors acknowledge support from Science for Life Laboratory, the Knut and Alice Wallenberg Foundation, the National Genomics Infrastructure funded by the Swedish Research Council, and Uppsala Multidisciplinary Center for Advanced Computational Science for assistance with massively parallel sequencing (alternatively genotyping) and access to the UPPMAX computational infrastructure.”
· The Swedish Childhood Tumor Biobank and the Swedish Childhood Cancer Fund must be acknowledged in scientific publications where the received data have been used, as follows:
“The authors acknowledge The Swedish Childhood Tumor Biobank, supported by The Swedish Childhood Cancer Fund, for access to sequencing/methylation data.”
· A Data Transfer Agreement (DTA) must also be signed upon approval of access to genomic/molecular/personal data.
· The recipient must provide the Swedish Childhood Tumor Biobank with a follow-up report on the project’s status and progress within two years of gaining access to the biobank’s data.
Recommendation from the Swedish Childhood Tumor Biobank's Scientific Prioritization Committee and Special Conditions (to be completed by the Swedish Childhood Tumor Biobank): 











	



By signing this agreement, the recipient agrees to the above-mentioned terms and conditions:

	   
 

Hereby approved for data access:

	[bookmark: _Hlk192783056]Recipient of Data/Principal Investigator:
	[bookmark: _Hlk192783031]    For the Swedish Childhood Tumor Biobank:




					
Signature				Signature 
	
					
Printed name				Printed name

				
Place and Date			Place and Date


Appendix: Information about the Swedish Childhood Tumor Biobank (BTB)

The overarching purpose of BTB is to serve as a research resource to improve knowledge, diagnostics, and treatment of pediatric tumors. BTB is a biobank infrastructure, research project and a national multidisciplinary collaboration between the six Swedish university hospitals where children undergo surgery and treatment for various tumor diseases, and the national care planning groups for pediatric oncology. The Swedish Childhood Cancer Fund financially support BTB.
The primary mission of BTB is to systematically collect, store, analyze, and distribute materials and generated/collected genomic/molecular data for research. Additionally, BTB provides collaboration opportunities and services for research projects (including bioinformatics support) and clinical studies within the pediatric oncology field.
https://www.barntumorbanken.se/






Contact Information

The Swedish Childhood Tumor Biobank
Johanna Sandgren
Karolinska Institutet
Department of Oncology-Pathology
BioClinicum J6:20
Karolinska University Hospital, Solna
Visionsgatan 4
SE-171 76 Stockholm, Sweden

Email: Johanna.sandgren@ki.se, barntumorbanken-onkpat@ki.se
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