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A. Overview 1 

This document outlines DRCR Retina Network policies with regard to the sharing and use of DRCR 2 

Retina Network data.  Both use of publically available DRCR Retina Network data as well as 3 

sharing of DRCR Retina Network data that is not yet available to the general public are discussed.  4 

  5 

The policy on data use by the public is provided below in section B.  In addition, DRCR Retina 6 

Network may enter into scientific collaborations as defined in this policy prior to or after the data 7 

are made publically available.  The policy for such collaborations is defined below in section C. 8 

 9 

B.  Release and Use of DRCR Retina Network Data to the Public: 10 

In an effort to maximize the usefulness and availability of its data for widespread scientific and 11 

clinical benefit, and given that many of the DRCR Retina Network funds come from US 12 

government resources, the DRCR Retina Network makes research data available to the public after 13 

a defined period of time.  Typically, this occurs one year after publication of the study’s primary 14 

results.  In addition, if the study extends beyond the primary outcome visit, data from the remainder 15 

of the study are typically released one year after the publication of the final follow-up study results.  16 

Study data (excluding study images) are generally made available without charge and can be 17 

downloaded through the public DRCR Retina Network website (https://public.jaeb.org/drcrnet). 18 

Study images may also be made available upon request for direct download from the Jaeb Center 19 

Coordinating Center.  An administrative fee to cover DRCR Retina Network costs for providing 20 

images or data (beyond what is outlined above) will be charged.  Nonprofit organizations or 21 

individual researchers can request a reduced or waived fee from the DRCR Retina Network 22 

Operations Committee.  23 

 24 

Persons wishing to use publically available DRCR Retina Network data or images may do so 25 

independently from the DRCR Retina Network, but should be clear when presenting their analyses 26 

in any forum that they do not speak for, nor represent the opinions of the Network.  Use of these 27 

data or images requires that the following disclaimer be added to any paper, review, presentation or 28 

other distribution of the data exactly as follows: 29 

 30 

“The source of the data is the DRCR Retina Network, but the analyses, content and conclusions 31 

presented herein are solely the responsibility of the authors and have not been reviewed or approved 32 

by DRCR Retina Network.” 33 

 34 

C.  Release and Use of DRCR Retina Network Data that Are Not Yet Publically Available 35 

Both DRCR Retina Network and non-DRCR Retina Network personnel can request data from 36 

DRCR Retina Network studies that have not yet been made publically available.  Requests can be 37 

made directly to the Jaeb Center Coordinating Center via email to drcrnet@jaeb.org by completing 38 

either a DRCR Retina Network manuscript idea form or DRCR Retina Network protocol idea form 39 

(available at https://public.jaeb.org/drcrnet) as relevant.     40 

 41 

At the time of the request, it should be made clear whether the request is for data release only 42 

without further Network involvement or whether a scientific collaboration with the Network is 43 

desired.   44 

 45 

C.1. Data Release without DRCR Retina Network Collaboration 46 

The Operations Committee will review all requests for data or image release that do not involve 47 

further Network scientific collaboration and make the final decision whether to proceed.  The 48 

Operations Committee will take into consideration whether the project is within the Network’s 49 

purposes and goals, whether the project has potential to contribute to the body of scientific 50 
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knowledge in the field of retinal diseases, and logistical feasibility based on available Coordinating 51 

Center resources.  Release of data or images prior to general public release is expected to be 52 

infrequent, but in selected cases given strong rationale, this may occur.   53 

 54 

C.2. Data Release with DRCR Retina Network Scientific Collaboration 55 

 56 

C.2.a. Collaboration Proposal Review 57 

The Operations Committee will also review requests for scientific collaboration and make the final 58 

decision whether to proceed with such collaboration.  The Operations Committee will take into 59 

consideration whether the project is within the Network’s purposes and goals, whether the project 60 

has potential to contribute to the body of scientific knowledge in the field of retinal diseases, and 61 

logistical feasibility based on available Coordinating Center resources. If the Project will require 62 

Network finances, beyond Coordinating Center personnel time, the final decision to collaborate will 63 

be made by the Executive Committee.  64 

 65 

C.2.b.  Project Development 66 

The individual(s) proposing a collaborative project (the “Project”) may come from one or more 67 

academic institutions, private practices and/or nonprofit organizations and will hereafter be referred 68 

to as the “Collaborator”.  DRCR Retina Network will develop the collaborative Project jointly with 69 

the Collaborator according to Network standards.  Both parties will approve the details of the 70 

Project (design, development, funding and implementation) prior to implementation.  In general, 71 

data from Projects will be analyzed by DRCR Retina Network statisticians at the Coordinating 72 

Center.  However, if DRCR Retina Network statisticians lack the expertise to perform the analyses 73 

(e.g. genetics, cost-effectiveness analysis) outside expertise may be sought.  If the Project requires 74 

the Collaborator to obtain additional measurements on data already collected (e.g. images), the 75 

Coordinating Center will provide the Collaborator with the items necessary to perform the 76 

measurements.  In almost all cases, outcome data will not be provided at the outset of the project 77 

but instead held by the Coordinating Center until the Collaborator’s analyses are completed in order 78 

to ensure appropriate masking.  Outcome data will be provided under exceptional circumstances 79 

only, and requires the approval of the Operations Committee. The Collaborator will provide the 80 

Coordinating Center with the measurements to perform the statistical analyses on outcome data.  81 

Funds to perform the Project should not come directly from industry support to the Collaborators, 82 

but rather through the usual academic institution safeguards. This will be reviewed by the 83 

Operations Committee to assure that all reasonable expectations of an academic institution are in 84 

place. 85 

 86 

C.2.c.  Editorial Policy, Presentations, and Publicity  87 

1. DRCR Retina Network maintains right of refusal to publish or present Project results jointly 88 

with the Collaborator on any publication generated from the Project.   89 

2. All joint publications and presentations will follow the DRCR Retina Network Editorial Policy 90 

(see DRCR Retina Network policy document).   91 

a. Consistent with DRCR Retina Network Editoral Policy, Collaborator must obtain 92 

approval from the Operations Committee prior to publication or presentation of any 93 

DRCR Retina Network unpublished data, including the jointly owned data from this 94 

collaboration, at an outside meeting, either locally or nationally. In general, this will be 95 

permitted if the data already have been presented at a national meeting.  96 

  97 

3. If DRCR Retina Network declines to participate on a Project publication, presentation of project 98 

results or any other publication proposed by Collaborator based on data jointly owned, 99 

Collaborator may publish the results of the research only under the following conditions:  100 
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a. The Collaborator shall provide DRCR Retina Network with the planned publication at 101 

least 45 days prior to submission for publication for review. DRCR Retina Network will 102 

notify the Collaborator within this 45 days period, as to whether the planned publication 103 

contains any confidential information or proprietary material of DRCR Retina Network 104 

that needs to be removed from such publication.  If DRCR Retina Network notifies the 105 

Collaborator that the proposed disclosure contains DRCR Retina Network confidential 106 

information or proprietary material, the Collaborator shall delete such information from 107 

such disclosure.  Note: once the data are made publically available this stipulation is no 108 

longer required.    109 

b. The Collaborator will use the following exact wording in the publication: 110 

i. “The source of the data is the DRCR Retina Network, but the analyses, content 111 

and conclusions presented herein are solely the responsibility of the authors and 112 

have not been reviewed or approved by DRCR Retina Network.” 113 
 114 

4. DRCR Retina Network and Collaborator shall be free to use the results of collaboration for 115 

internal purposes (including internal teaching, research, education, and clinical) provided it does 116 

not conflict with any of the policies otherwise outlined in this document.   117 

 118 

C.2.d.  Data Produced by Collaborator 119 

Collaborator will own the data produced by the Collaborator.  However, Collaborator will grant to 120 

DRCR Retina Network worldwide, irrevocable, perpetual, royalty free license to access and use the 121 

data produced by the collaboration for non-commercial research purposes.  The data will not be 122 

made publically available without the permission of the Collaborator.    123 

 124 

C.2.e. Source Data 125 

Source Data, data provided by DRCR Retina Network for the Project, will remain under sole 126 

ownership of DRCR Retina Network. The Collaborator will agree to keep Source Data that are 127 

unpublished strictly confidential and not use, further disclose, or transfer the Source Data other than 128 

as permitted by contract or otherwise required by law or regulation. The Collaborator will not use 129 

the Source Data for publication or presentation unless approved by the Operations Committee or in 130 

the case that the Source Data are made available to the public. If the Operations Committee 131 

approves Collaborator use of unpublished, Source Data, and that data contains protected health 132 

information, the Collaborator will be required to meet all legal confidentiality requirements.  133 

 134 

C.2.f.  Legal Agreements 135 

1. A legal agreement will be established between the Collaborator and the DRCR Retina Network 136 

Coordinating Center. 137 

2. The legal agreement will include a confidentiality section agreeable to both parties and an 138 

intellectual property section agreeable to both parties. 139 


