
	
HELIOS Study Data / Samples Access Form

The Health for Life in Singapore (“HELIOS”) Study is a state-of-the-art population cohort study, hosted by Nanyang Technological University, Lee Kong Chian School of Medicine. Our population study aims to identify environmental, lifestyle and genetic factors that cause heart disease, diabetes, cancer and other chronic diseases in Singapore.

Important Note:

1. The completed application form should be submitted to:

HELIOS Data / Samples Access Committee Secretariat 
HELIOS Study, Level 18, Clinical Sciences Building, LKC School of Medicine,
11 Mandalay Road, Singapore.
Email: helios_science@ntu.edu.sg

2. Investigators outside Nanyang Technological University may need a separate Research Collaboration Agreement (“RCA”) to use the data and/or samples and are advised to contact the study team to discuss the need for an RCA as part of the application preparation process.


	For official use

	Request received date:
 Click or tap to enter a date.
	Request number:



	Section A: Main applicant details

	A1. Full name: Click or tap here to enter text. (“Recipient Scientist”)

	A2. Designation:


	A3. Organisation/Department: Click or tap here to enter text. (“Recipient Institution”)

	A4. Email address:
	A5. Phone number:

	A6. ORCID:
	A7. Date of request: Click or tap to enter a date.



	Section B: Details of request

	B1. Title of research study: 
Click or tap here to enter text. (“Research Study”)


	B2. Proposed start date: Click or tap to enter a date.


	B3. Proposed end date: Click or tap to enter a date.





	B4. Co-investigators (data may only be used by investigators named and their direct research teams at the named institutions)

	
	Investigator (name and email address)
	Institution (name and address)

	1
	
	

	2
	
	

	3
	
	

	4
	
	

	5
	
	

	6
	
	

	7
	
	

	8
	
	

	9
	
	

	10
	
	

	B5. Data access requested:

☐  De-identified individual level data, i.e. coded with surrogate identifiers in place of personally identifiable information 
☐  Anonymised individual level data, i.e. data will not be linkable to the original dataset 
☐  Aggregate data 
☐  Other, please specify:
Click or tap here to enter text.


	B6. Does this request relate to any previous request from the HELIOS?

☐ No, this is a first request/this has no connection with previous request(s).
☐ Yes. Please state request form reference number and specify how they are related:
Click or tap here to enter text.


	B7. Data types requested 

	A description of the HELIOS data tables and data items is available at the study website, including the data dictionaries.

	HELIOS data variables requested
	Tick one only

	· ALL VARIABLES  
	[bookmark: Check1]|_|

	· DOMAIN SPECIFIC VARIABLES
	|_|

	

	If specific variables are requested, specify domains 
	Tick all that apply

	· Demographics
	|_|

	· HLQ
	|_|

	· Food frequency questionnaire
	|_|

	· Cognitive test
	|_|

	· Anthropometry and handgrip
	|_|

	· Blood pressure
	|_|

	· DXA
	|_|

	· Spirometry
	|_|

	· Skin physiology
	|_|

	· ECG (12 lead)
	|_|

	· ECG (2 minute)
	|_|

	· Vicorder
	|_|

	· Carotid ultrasound
	|_|

	· Treadmill test
	|_|

	· Ophthalmology measurements
	|_|

	· Colour fundus photo
	|_|

	· OCT / OCT angiography
	|_|

	· Axivity
	|_|

	· WGS data (check availability)
	|_|

	· MethyEpic array data (check availability)
	|_|

	· NMR / MS metabolomics (check availability) 
	|_|

	· Others (specify)
	|_|

	
Brief justification for basis of selection.
Click or tap here to enter text.


	B8. Samples requested 

	

	HELIOS samples requested
	Tick one only

	· No  
	|_|

	· Yes
	|_|

	

	If samples are requested, specify (including number)
	Tick all that apply

	· Whole blood
	|_|

	· Buffy coat (EDTA)
	|_|

	· Buffy coat (citrate)
	|_|

	· DNA
	|_|

	· Serum
	|_|

	· EDTA plasma
	|_|

	· Citrate plasma
	|_|

	· Packed red blood cells
	|_|

	· Urine
	|_|

	· Skin tapes)
	|_|

	· Stool
	|_|

	· Other (specify)
	|_|

	
Brief justification and / or description of selection, including any selection criteria.
Click or tap here to enter text.


	B9. HELIOS Working group alignment. 
Which of the HELIOS working groups does this application align to?


	Working Group
	Tick all that apply
	Discussed with WG leads?

	1
	Adiposity and metabolism
	|_|
	Yes / No / NA

	2
	Respiratory health
	|_|
	Yes / No / NA

	3
	Cognition and mental health
	|_|
	Yes / No / NA

	4
	Cardiovascular
	|_|
	Yes / No / NA

	5
	Bone mineral density
	|_|
	Yes / No / NA

	6
	Eye disease
	|_|
	Yes / No / NA

	7
	Cancer epidemiology
	|_|
	Yes / No / NA

	8
	Genetics and genomics
	|_|
	Yes / No / NA

	9
	Metabolic phenotyping
	|_|
	Yes / No / NA

	10
	Other (specify) _ _ _ _ _ _ _ _ _ _ _ _ _
	|_|
	Yes / No / NA

	
B10. Main Research Question (~200 words)
Click or tap here to enter text.





	B11. Hypothesis and Specific Aims (~200 words)
Click or tap here to enter text.


	B12. Background (~500 words)
Click or tap here to enter text.


	B13. Overview of study design (~500 words)
Click or tap here to enter text.


	B14. Data analysis plan (~500 words)
Click or tap here to enter text.


	B15. Key references (up to 10)
Click or tap here to enter text.


	Section C: Acknowledgment by Recipient Institution and Recipient Scientist

	
We confirm that the information provided above is true and accurate and we agree to comply with and be bound by the following terms and conditions for the use and/or access of the HELIOS data and/or samples set forth below:

1. We confirm that any data and/or samples for which we have requested access in this Data / Samples Access Form (“Form”) will be used solely by the investigators listed in the application and their direct research team at the named institutions for the purpose described in this application and subject to the condition that the data and/or samples shall be used solely for the Research Study described in this Form which is intended for academic and/or non-commercial research. If there is a change in the proposed use of the data and/or samples(e.g. change in analysis theme, change in lead or senior authors, et cetera), we agree to obtain written consent from the HELIOS Steering Committee (“SC”) by submitting a new data / samples access form, before any such research is undertaken. It is agreed that the transfer of data and/or samples shall not be construed as a grant of any rights or licences with respect to the data and/or samples delivered except as set forth in a separate duly executed license agreement.

2. Where HELIOS SC is supplying samples such as human samples / tissues, we agree that the samples:
(a) which includes (i) the material being transferred to us pursuant to this Form (“Original Material”); (ii) unmodified descendants from the Material such as virus from virus, cell from cell, or organism from organism (“Progeny”); and/or (iii) substances created by us and which constitute an unmodified functional subunit, or an expression product expressed by the Original Material such as subclones of unmodified cell lines, purified or fractionated subsets of the Original Material, proteins expressed by DNA/RNA supplied by HELIOS, or monoclonal antibodies secreted by a hybridoma cell line, sub-sets of the Original Material such as novel plasmids or vectors (“Unmodified Derivatives”)(collectively referred to as “Material”):
(b) will not be used in human subjects, in clinical trials, or for diagnostic purposes involving human subjects without the written consent of HELIOS SC;
(c) is to be used only in the Recipient Scientist's laboratory at the Recipient Institution and under the direction of the Recipient Scientist or others working under his/her direct supervision; and
(d) will not be transferred to anyone else within without the prior written consent of HELIOS SC.

We further undertake:
(a) to use the Material in accordance with the conditions and/or restrictions specified as part of the tissue donors’ consent;
(b) to take all necessary steps to ensure the proper and safe handling and use of the Material. Any Material delivered pursuant to this Form is understood to be experimental in nature and may have hazardous properties;
(c) to return the full results of assays performed on Materials; and
(d) to discontinue use of the Material and will, upon direction of HELIOS SC, return or destroy any remaining Material.

3. We agree not to make intellectual property claims on the data and/or samples and not to use intellectual property protection in ways that would prevent or block access to, or use of, any element of the data, or conclusion drawn directly from the data and/or samples. We further agree to inform the HELIOS SC on any intellectual property generated as a result of the use of HELIOS data and/or samples before any application is filed, and to work with the HELIOS SC to protect the intellectual property and/ or in accordance with the framework outlined in the applicable RCA, when necessary. Ownership of any invention or discovery resulting from the Research Project using the HELIOS data and/or samples shall be determined in good faith depending on each Party’s relative contribution to the creation of the invention, and any applicable laws and regulations relating to the inventorship.

4. We agree:
(a) to take all reasonable precautions and adequate measures to preserve the integrity and prevent any corruption or loss, damage, destruction or unauthorised access of the data and/or samples. We will notify the SC within 24 hours, if any data and/or samples is / are accessed, used, or transmitted in an unauthorised manner;
(b) to make no attempt to re-identify individuals in the study, or to link the data and/or samples to databases containing identifiable data, or to use the data and/or samples in any way that could breach the confidentiality of the data or violate the privacy of the research participants;
(c) to provide an annual report on study progress;
(d) to destroy the data and/or samples and all copies of any part of the data and/or samples provided from the Recipient Scientist and/or Recipient Institution systems at the end of the study, or when asked to do so by the HELIOS SC; and
(e) to preserve, at all times, the confidentiality of the data and/or samples.

5. We agree to acknowledge the HELIOS Study as the source of the data and/or samples in all oral or written presentations, disclosures, or publications relating to the Research Study. 

6. We agree to do the following in the preparation of manuscript for journal publication:
(a) submit a copy of the manuscript prior to submission for review and comment by the SC at least twenty-one (21) days in advance of its submission for publication/presentation. This will include an evaluation for authorship arrangements and potential intellectual property/confidential disclosures;
(b) include HELIOS investigators as co-authors and/or to include a “HELIOS Consortium” author block as guided by the SC in all publications using the HELIOS data and/or samples; and
(c) to recognise the roles of HELIOS Study / funders, HELIOS investigators and partner organisations in the acknowledgement section of manuscripts using wording provided by the HELIOS, and to indicate the data freeze used in the manuscript.

7. We agree to have our data request listed on a public website and any other specific requests made by the SC in relation to this application.

8. Except to the extent prohibited by law, we agree to assume all liability for damages which may arise from its use, storage or disposal of the data and/or samples by us and HELIOS will not be liable to the us for any loss, claim or demand made by us, or made against us by any other party, due to or arising from our use of the data and/or samples.

9. We agree to assume all liability for any damages which may arise from our use, storage or disposal of the data and/or samples and acknowledge that HELIOS will not be liable for any loss, claim or demand made by us, or made against us by any other party, due to or arising from our use of the data and/or samples, except to the extent permitted by law when caused by HELIOS’s gross negligence or wilful misconduct.

10. We agree to comply with any relevant laws, regulations, by-laws, rules and guidelines applicable to it in the carrying out of the Research Study, including but not limited to the Singapore Human Biomedical Research Act 2015 (“HBRA”) and Singapore Personal Data Protection Act 2012.


SIGNED by for and on behalf of
[RECIPIENT INSTITUTION by AUTHORIZED SIGNATORY]*



______________________________
Name:
Title:
Date:


*Please add on additional signature boxes if there is more than 1 institution receiving the data and/or samples.

Acknowledgement from Recipient Scientist:
I hereby acknowledge that I have read the terms of this Form and that I will act and perform my duties pursuant to the Research Project in accordance therewith, including but not limited to the assignment to the Recipient Institution of any proprietary rights relating to the Research Study results that I may otherwise have according to law.


______________________________
(Recipient Scientist)

In situations where non-compliance to these policies are discovered, the HELIOS reserves the right to block submission of manuscripts, and may consider contacting relevant journals to raise concerns.




[bookmark: _Hlk16712137]

	Section D: HELIOS Data / Samples Access Form review

	D1. Application received

	Received date:
 Click or tap to enter a date.
	Request number:

	D2. Administrative check complete

	Checked date:
 Click or tap to enter a date.
	Completed by:

	D3. Applicant identities, institutions and email address verified

	Verified date:
 Click or tap to enter a date.
	Verified by:

	D4. Reviewed by Steering Committee

	Presented date:
 Click or tap to enter a date.
	Presented by:

	D5. SC members present

	Name:
	Centre
	Present at SC meeting

	John Chambers (CI)
	LKC Medicine, NTU
	

	Joanne Ngeow
	LKC Medicine, NTU
	

	Marie Loh
	LKC Medicine, NTU
	

	Jimmy Lee 
	National Healthcare Group
	

	Sabrina Wong
	National Healthcare Group
	

	Paul Elliott
	Imperial College London
	

	Elio Riboli
	Imperial College London
	

	D6. Summary of SC discussion

	

	D7. Steering Committee members recommendations

	Name:
	Approve
	Reject
	Comment

	John Chambers (CI)
	
	
	

	Joanne Ngeow
	
	
	

	Marie Loh
	
	
	

	Jimmy Lee 
	
	
	

	Sabrina Wong
	
	
	

	Paul Elliott
	
	
	

	Elio Riboli
	
	
	

	 D8. Decision and any limitations imposed on approval

	Application outcome:
	Approve       /       Revise and resubmit       /      Reject

	If approved, specify any restrictions on data or samples sharing (eg specific data not to be included in data release) and summarise justification for the restriction.







	 D9. Comments for co-author requirements

	







	 D10. Additional comments or requirements for applicants from SC

	











	 D11. Draft of outcome circulated within SC

	Circulation date:
 Click or tap to enter a date.
	Circulated by:

	D12. Outcome above finalised by SC

	Final decision date:
 Click or tap to enter a date.
	Recorded by:

	D13. Outcome communicated to applicant

	Communication date:
 Click or tap to enter a date.
	Communicated by:

	D14. Outcome passed to Data Management Team

	DMT date:
 Click or tap to enter a date.
	Communicated by:

	D15. Data shared by Data Management Team

	DMT date:
 Click or tap to enter a date.
	Released by:

	D16. Outcome passed to Sample Management Team

	SMT date:
 Click or tap to enter a date.
	Communicated by:

	D17. Samples shared by Sample Management Team

	SMT date:
 Click or tap to enter a date.
	Released by:

	D18. Administrative comments

	








	
Classification: Confidential

Classification: Confidential
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