Introduction
The American Association of Birth Centers (AABC) Perinatal Data Registry (PDR) is an online data
registry for the collection of data on normal birth. The purposes of the registry are to:
1. Help improve and maintain quality of care of childbearing families;
2. Provide for ongoing and systematic collection of data on normal birth; and
3. Facilitate research on maternity care practices that support optimal birth.
The AABC encourages the use of its PDR data by both those facilities and individuals who have
contributed data to the PDR and by outside researchers, and strives to ensure that this data use
remains both ethical and purposeful. Emphasis is on data use that will promote quality maternity care.
The purpose of this document is to (1) define the procedures by which interested parties can gain
access to the data in the registry and (2) outline a process to assure that any publication derived from
the registry is a high quality report such that the data are accurately presented, not prejudicial to any
person or facility, nor in violation of the confidentiality of any person or facility.
Ethical Standards
Successful applicants who intend to use material obtained from the PDR have the responsibility to seek
honestly, and promulgate ethically, the truth in all phases of work. This responsibility extends to all
phases of research and creative activity which may result from data obtained from the PDR.
The AABC Research Committee and the AABC Board of Directors will oversee the development of
scientific project applications, abstracts, manuscripts or presentations derived from PDR data. They
subscribe to the following principles in considering research and creative activities:
1. Scientific integrity will be inherent in all anticipated activity.
2. Fabrication and falsification of information that an applicant claims is based on PDR data is
unethical.
3. Intentional selection or treatment of data to present views known by the applicant to be false
is unethical.
4. Dissemination of tangible information under the applicant’s name which is derived from data
from another individual’s work without due credit is plagiarism.
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5. Applicants must list co-authors of a work to be disseminated in any form, but only with the coauthor’s express consent. The unwarranted inclusion of co-authors who have not been
substantially involved in the work is unethical.
6. Observations must be recorded in a manner such that individual facilities and human subjects
cannot be identified, either directly or through inference.
7. Observations should be recorded in a manner such that conclusions cannot be judged as
prejudicial to any facility or individual.
The Process to Obtain Data
When straight facts (e.g. for benchmarking or policy-making purposes) are required from the PDR,
necessitating no interpretation of data, this is considered a Routine Data Request. A request for data
requiring or leading to any interpretation or extensive analysis (e.g. for the testing of hypotheses or
from which conclusions will be drawn) is considered a Scientific Data Request. Forms for requesting
data are available at www.birthcenters.org in the Research & Data section.
In making the data available to individuals and entities, AABC is only bound by its responsibility to
guard the confidentiality of patients and sites. No other responsibility is assumed by AABC about the
data.
Routine Data Request:
For a routine data request, the individual must submit (by mail or e-mail) a completed Routine Data
Request form (Attachment A) to the AABC at 3123 Gottschall Road, Perkiomenville, PA 18074 or to
katebauer@birthcenters.org Whenever possible, the AABC will respond to all such requests within 30
working days. A copy of the request and response shall be forwarded simultaneously by the Executive
Director to the AABC BOD and to the Research Committee Chairperson.
Routine data requests will be approved for the release of aggregate data or a subset of data, for
example state-wide or regional data. No request will be approved for the data of an individual PDR
contributor, either facility or individual, or for data from which an individual contributor may be
identified.
Scientific Data Request:
For a scientific data request, the principal investigator must complete Scientific Data Request for
(Attachment B) and submit by mail to the AABC at 3123 Gottschall Road, Perkiomenville, PA 18074.
The application must be typed and include all required information. The application must include the
principal investigator’s signature, verifying that she/he will abide by all publication policies.
Investigators submitting a scientific data request must include a copy of Institutional Review Board
(IRB) approval for their study The IRB at the institution of each requester is responsible for determining
whether the project satisfies the requirements for protection of human subjects. Alternately, the
investigator may elect to seek IRB approval from the Duke University Medical Center’s IRB. An IRB
letter stating that the proposed study is exempt from review may be acceptable for a request of the deidentified data set. The IRB, whether within or outside of the U.S., must operate under the Office of
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Human Research Protections (OHRP)–approved assurance. The Web Site for OHRP provides
information regarding the process to obtain project assurances (http://www.hhs.gov/ohrp/).
Investigators who do not agree to sign the Scientific Data Request, or do not submit an IRB approval or
letter confirming exemption from review, will not be sent the data set.
If review is required, the requester should inform the IRB to review each of the following items in
considering approval of the request:
1. Does the Study's informed consent permit use of these data for research purposes by
investigators who were not part of the original study?
2. If the answer to (1) is no, is the protection of privacy so great, and the risk to the participants so
low, as to merit waiver of informed consent?
3. Have all reasonable personal identifying items been removed from the data set, or modified
appropriately?
4. Will the recipient investigators provide appropriate safeguards for protection of participant
privacy?
5. Has the recipient investigator signed the data distribution agreement with the AABC pledging
to protect confidentiality and to use the data in the manner specified in the agreement?
A copy of the IRB approval document, including the OHRP assurance number, or a letter stating project
is exempt from review, should be sent to the AABC along with the signed Scientific Data Request form.
The requests will be reviewed for scientific merit and potential to contribute to the purposes of the
PDR registry project. In addition, the amount of resources necessary to fulfill the request, source of
request for data, and intended use of requested information will be taken into consideration. The
AABC will also seek to avoid duplication of research efforts and/or publications.
The AABC will provide the investigator with prior notification of the charges to be assessed for the data
request. These charges will be based upon the volume of data requested and the anticipated time
involved in supplying the data. AABC members will be assessed for approved data requests at a
discounted charge.
All scientific data requests must be approved by both the Research Committee and by the AABC Board
of Directors. Outside consultation may be sought if needed to obtain the appropriate expertise for
review of the scientific data request.
Approval for use of the AABC dataset includes only the analysis for which the investigator originally
submitted a request. Any additional data analysis for a different research project requires submission
of a new data use request. There will be no fee for a subsequent request if no additional data are
requested.
Abstracts, Manuscripts and Presentations:
No publication or major presentation shall be made by any party regarding the results of any data
analysis without going through the appropriate AABC approval processes outlined below. The approval
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process for abstracts, manuscripts, and presentations is independent of the approval process for data
request.
Prior to the release of any PDR data (e.g. in the form of an abstract, manuscript, or presentation) to
any audience, approval must be obtained from the AABC BOD. An electronic copy of the proposed
abstract, manuscript, or presentation, including the required Publication Request form (Attachment C),
must be submitted to the AABC. These applications will be disseminated to the AABC Research
Committee and the BOD for review. Applicants may be required to present the presentation to the
AABC BOD prior to approval of the publication request.
Any proposed abstracts or manuscripts resulting from research from PDR data will be submitted by the
author(s) to the AABC for review at least 30 days prior to the date of submission for publication. Any
presentations will be submitted at least 30 days prior to the date of submission for acceptance.
Each author of any abstract, manuscript, or presentation (subsequently referred to as “the work”)
should have participated sufficiently in the work to take public responsibility for its content, meaning
that any author listed can defend the work’s content, including the data and the conclusions based on
them.
“Sufficient participation” should include: 1) Conceptualization of the work, and/or analysis and
interpretation of the data; 2) Participating in writing the article by contributing to , drafting, or revising
it for critically important content; and 3) review and approval of the entire contents of the final work
before it is submitted for publication. The primary author should be the person who actually did most
of the work and who actively wrote and referenced most of the paper.
The AABC BOD may give constructive criticism without denying the publication request application.
The AABC BOD and Research Committee will have ten working days (for abstracts) and twenty working
days (for manuscripts and presentations) to forward an approval/disapproval to the author by e-mail
or in writing.
Any disagreements about the use of the data will be resolved by a good faith effort by both parties. If
the dispute cannot be resolved, the AABC may withdraw the use of its name or reference to the PDR in
the final publication or presentation.
Priorities in selecting journals/forums for publications submission will be given to peer-reviewed
journals as well as presentations and publications of abstracts at national and international
professional meetings.
The AABC and the facilities or practices contributing data to the PDR should receive a standard
acknowledgement in the final abstract, manuscript, or presentation. This shall read as follows: “The
authors gratefully acknowledge the efforts of the American Association of Birth Centers as well as
those individuals and facilities contributing data to the AABC Perinatal Data Registry.” In all cases
where journal policies permit, each individual facility and practice who contributed data to the PDR
shall be acknowledged.
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The primary author should keep the AABC apprised of all events following submission (i.e., acceptance
or rejection). Copies of the reprinted article will be sent to the AABC office. Requests for copies of
manuscripts will not be considered until the manuscript is in press.
The AABC will maintain an up-to-date bibliography and repository of all publications or major
presentations pertaining to the PDR or resulting from analysis of PDR data. Lead authors are
responsible for providing the AABC office with the most recent version of all publications.
Indemnification
AABC shall not be liable for any damages or loss whatsoever to any person or legal entity arising from
the use of PDR data. Any person who uses these data agrees to indemnify, defend and hold harmless
AABC and AABC’s officers, directors, employees, agents and contractors from and against all loss,
damages, claims, demands, liabilities and causes of action of any kind arising from use of the AABC
data.
No Outside Use of Data
User agrees not to convey these data to any other person or entity outside the data user’s
collaborative group working on the project for which the data have been requested. AABC prefers to
be the direct source of data so that our collaborators have the most current and accurate data.
In no event shall any PDR data be used for commercial purposes. Users agrees not to reproduce, sell,
or redistribute the original data, or provide to colleagues, or place the materials for download on a
website. Any sale, loan, or offering for use of these data, in whole or in part, is prohibited.

Approved 4.9.2010; Revised 2.7.2014; Revised 4.18.2015; Revised 11.08.16
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ATTACHMENT A: Routine Data Request Form

ROUTINE DATA REQUEST

INDIVIDUAL REQUESTING INFORMATION:______________________________________________________
INSTITUTION:_________________________________________ DEPARTMENT:_______________________
ADDRESS:_______________________________________________________________________________
PHONE:__________________ FAX:__________________ E-MAIL:________________________________
DATE OF REQUEST:______________________

DATE NEEDED: ______________________

INFORMATION REQUESTED (Please list the specific variables that should be included in the dataset):

PURPOSE OF INQUIRY:

PREFERRED FORMAT:
 ELECTRONIC

 HARD COPY

 SPREADSHEET

 REPORT WITH NARRATIVE

Please return the completed and signed form to:
American Association of Birth Centers
3123 Gottschall Road
Perkiomenville, PA 18074
Fax 215-234-8829
katebauer@birthcenters.org
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ATTACHMENT B: Scientific Data Request

Scientific Data Request
Application for Data from the AABC Perinatal Data Registry

PROJECT TITLE: __________________________________________________________________________
PRINCIPAL INVESTIGATOR: _________________________________________________________________
TITLE: __________________________________________________________________________________
INSTITUTION: ___________________________________________________________________________
ADDRESS: ______________________________________________________________________________
PHONE: _______________________________ FAX: ___________________________________________
E-MAIL: ________________________________________________________________________________
I agree not to publish or publically present data provided from the American Association Of Birth Centers Perinatal
Data Registry without prior approval by the AABC Board of Directors. I also agree to guard the confidentiality of
any data provided to us from the AABC Perinatal Data Registry.
PRINCIPAL INVESTIGATOR: ______________________________________

DATE: _____________________

(PRINT) ____________________________________

Please return the completed and signed form to:
American Association of Birth Centers
3123 Gottschall Road
Perkiomenville, PA 18074
Fax 215-234-8829
katebauer@birthcenters.org
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Please provide a list of the specific PDR variables that should be included in your dataset:

PRINCIPAL INVESTIGATOR: ______________________________________

DATE: _____________________

(PRINT) ______________________________________________________
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ATTACHMENT C: Publication or Presentation Request

Request for Permission to Publish or Present Perinatal Data Registry Research

TITLE:_____________________________________________________________________________________
PRIMARY AUTHOR: _________________________________________________________________________
CO-AUTHORS: _____________________________________________________________________________
JOURNAL/CONFERENCE: ____________________________________________________________________
SUBMISSION DEADLINE: ____________________________________________________________________
TITLE & DATE OF ORIGINAL SCIENTIFIC DATA REQUEST: ___________________________________________

Please return the completed and signed form to:
American Association of Birth Centers
3123 Gottschall Road
Perkiomenville, PA 18074
Fax 215-234-8829
katebauer@birthcenters.org
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